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A B S T R A C T
There is limited research concerning food intolerance and an absence of services 
for patients who believe that they have a food intolerance. This thesis aimed to 
explore food intolerance in a Primary Care setting (four GP surgeries) through four 
related studies. The first study used a survey method to a ssess  the prevalence of 
perceived food intolerance in a community sample. The second study involved the 
development and exploratory evaluation of four nurse-led food intolerance clinics 
being piloted in the Primary Care setting. The third and fourth studies used in-depth 
interviews (n=10) to explore patients’ experiences of food intolerance symptoms and 
the processes of symptom change in patients who had attended the clinic and 
experienced symptom improvement.
The initial cross-sectional survey revealed that, in a community sample (n = 2,384, 
37% response rate), the prevalence of perceived food allergy was 17.7% and of 
food intolerance was 33.5%. Respondents reported high levels of food avoidance, 
but low levels of help-seeking and high levels of interest in a food intolerance clinic.
The evaluation of the food intolerance clinics in the GP surgeries revealed 
significant improvements in symptoms, health status and mood following a two week 
Healthy Eating diet (n = 150), and further improvements in symptoms for individuals 
who continued on to a Wheat and Dairy-Free diet (n = 44). In addition, participants 
reported changes in illness cognitions, including increased illness coherence.
The third study revealed that symptoms prior to the clinic had a significant negative 
impact on individuals’ lives, and were associated with feelings of uncertainty, the 
need to find a cause and issues concerning the legitimacy of symptoms. Despite 
help-seeking attempts, patients were unable to identify appropriate causes or 
treatment for their symptoms. The qualitative analysis of patients’ accounts in the 
fourth study identified that key mechanisms of perceived symptom change were the 
therapeutic alliance with the nurse, the awareness gained from food diaries and the 
process of identifying a culprit food. Through these mechanisms patients described 
gaining a sen se  of illness coherence and legitimacy, which was linked to increased 
control and a return to normality in their lives.
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BACKGROUND - RELATIONSHIP BETWEEN THE FUNDED 
PROJECT AND THIS THESIS
This thesis was part of a broader research project funded by the charity FAIR (Food 
Allergy Information and Research). FAIR provided three years’ funding to the 
Principal Investigator, Professor Jane Ogden, to provide a primary care based food 
intolerance service, and to develop a self-report diagnostic tool. Two research 
fellows were appointed, of which I was one. It was agreed with Prof. Ogden that I 
would develop my work on the project as a PhD.
The initial protocol of the funding body did not specify the type of intervention that 
should be delivered in primary care, or the way in which this should be evaluated. I 
therefore took responsibility for designing the intervention that was delivered, for 
establishing the outcome measures to enable an evaluation of the clinic and for all 
data collection and analysis. I additionally introduced a consideration of 
psychological factors, most particularly related to the role of illness perceptions in 
individuals with perceived food intolerance. Furthermore, I decided to conduct 
patient interviews as a means of furthering insights into the experience of food 
intolerance and the clinic process and in recognition of the value of qualitative 
research in exploring these research questions. Finally, I was also responsible for 
the day to day management of the nurses and any issues that arose concerning 
data collection and patient management. The other research fellow working on the 
project conducted interviews with GPs and a media analysis.
1
C H A P T E R  1 - A N  IN T R O D U C T IO N  T O  F O O D  IN T O L E R A N C E
1.1 Overview
The purpose of this Chapter is to introduce the topic of food intolerance and to 
provide a framework within which to position the thesis. In order to understand food 
intolerance this Chapter will involve a review of the literature1 concerning how food 
intolerance is defined and classified, as well as a consideration of the aetiology, 
symptomatology, diagnosis and treatment of food intolerance. Following this, the 
prevalence of food intolerance will be explored. It should also be noted that, in order 
to gain a thorough understanding of this phenomenon, it is essential to include food 
allergy in this discussion. This is because there are so many complexities and 
uncertainties within the area of food intolerance it is often defined and understood as 
‘what food allergy is not’.
1.2 C lassifications o f food intolerance
The term ‘intolerance’ comes from the Latin in (not) and tolerare (to bear), which in 
the context of food intolerance means that the person is unable to bear or tolerate a 
food. However, defining exactly what these reactions are and what causes them is 
a complex issue. Food intolerance is often defined and understood in relation to
1 The initial literature review was carried out using the Pubmed, Medline, Psychinfo and ISI Web of 
Science search engines. The following keyword search terms were used: ‘food allergy', ‘food 
intolerance', 'food hypersensitivity’, food sensitivity’ and ‘adverse reactions to food' to ensure 
inclusivity. Other keyword search terms were included to access references which pertained to each 
area of the literature review (e.g. ‘prevalence/population study’, ‘classification’, ‘terminology’, 
‘aetiology’, ‘treatment’, ‘symptoms’, ‘diagnosis', ‘psychology’, ‘symptom perception’, 'functional somatic 
syndromes’, and ‘medically unexplained symptoms'. The abstracts were then assessed to decide 
whether the articles were worthy of further reading or inclusion. Articles which were medical in nature 
(e.g. concerned with identifying the specific underlying biological mechanisms) were excluded from the 
literature review. The databases were reviewed several times through the course of the research to 
ensure that newly published articles were included in the literature review.
2
food allergy, as the mechanisms behind food allergy are reasonably well understood 
and established. However, even this is not clear-cut, as over the years many terms 
have come to be used, often interchangeably, to describe adverse reactions to food; 
such as ‘food allergy’, ‘food intolerance’, ‘food sensitivity’ and ‘food hypersensitivity’. 
This confusion in terminology has been at the centre of much debate in the field of 
adverse reactions to foods, and there have been various attempts to provide a 
common language. This review will consider some of the key classification systems 
before clearly defining how adverse reactions to food will be referred to throughout 
this thesis.
1.2.1 Historical perspective
From a historical viewpoint, reports of adverse reactions to food have been found to 
date back as far as Hippocrates (c. 460 - c. 370B.C.) who reported that cow’s milk 
could cause urticaria-like symptoms and gastric upset (Anderson & Sogn, 1984). In 
the early 1900s Baron Clemens von Pirquet (1874 - 1929) coined the term ‘allergy’ 
to describe what he called a state of ‘altered reactivity’ in response to food and other 
allergens (Anderson & Sogn, 1984). During the course of that century the role of the 
immune system in some adverse reactions to food became better understood and in 
the 1960s Immunoglobulin E (IgE) was identified as a key factor in immunological 
reactions. The term ‘food allergy’ came to refer more specifically to these 
immunologically mediated disorders (Brostoff & Gamlin, 1998). However, the role of 
the immune system did not provide a comprehensive explanation for all adverse 
reactions to foods, as many doctors were reporting reactions in patients that 
appeared to be ‘delayed’ or ‘masked’ responses to food that were not 
immunologically mediated (Brostoff & Gamlin, 1998). In some cases these non- 
immune mediated reactions were referred to as ‘food intolerance’. The complex and 
often largely unknown nature of adverse reactions to food has led to confusion and 
controversy surrounding a clear definition; and the terms ‘food allergy’ and ‘food 
intolerance’ have become increasingly prevalent in lay language as a way to refer to 
all adverse reactions to food.
1.2.2 An early classification for adverse reactions to food
The confusion and lack of consensus surrounding nomenclature for adverse 
reactions to food has led to attempts to produce a common language. In 1984 the
3
American Academy of Allergy and Clinical Immunology (AAACI) and National 
Institute of Allergy and Infectious Diseases (NIAID) published a report entitled 
‘Adverse Reactions to Food’ which included a glossary of terms (see Table 1.1) 
(Anderson & Sogn, 1984). This document aimed to provide health professionals 
with some clear definitions to standardise meaning in the area of adverse reactions 
to food.
Table 1.1 Glossary of terms proposed by AAACI and NIAID (Anderson & Sogn, 1984)
Adverse reaction (sensitivity) to a food: A general term that can be applied to a 
clinically abnormal response attributed to an ingested food-or food additive.
Food hypersensitivity (allergy): An immunologic reaction resulting from the
ingestion of a food or food additive. This reaction occurs only in some patients, may 
occur after only a small amount of the substance is ingested, and is unrelated to any 
physiologic effect of the food and/or food additive.
To many, the term ’food hypersensitivity’ is synonymous with reactions that involve 
an IgE immunologic mechanism, of which anaphylaxis is the classic example. To 
others, the term may include any food reaction known to involve an immune 
mechanism. It is an overused phrase that has been incorrectly applied to any and 
all adverse reaction to a food or food additive.
Food anaphylaxis: A classic allergic hypersensitivity reaction to food or food
additives in which the immunologic activity of IgE homocytotropic antibody and 
release of chemical mediators are involved.
Food intolerance: A general term describing an abnormal physiologic response to 
an ingested food or food additive; this reaction is not proved to be immunologic and 
can include idiosyncratic, metabolic, pharmacologic, or toxic responses to food or 
food additives. The term is often overused and, like the term ’food hypersensitivity’ 
(allergy), has been applied incorrectly to any or all adverse reactions to food.
Continued...
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Food toxicity (poisoning): A term used to imply an adverse effect caused by the 
direct action of a food or food additive upon the host recipient without the 
involvement of immune mechanisms. This type of reaction may involve the non- 
immune release of chemical mediators. Toxins may be either contained within food 
or released by micro-organisms or parasites contaminating food products. On some 
occasions the term may be synonymous with idiosyncratic adverse reaction. When 
the reaction is anaphylaxis-like it may be called ‘anaphylactoid’.
Food idiosyncrasy: A quantitatively abnormal response to a food substance or 
additive; this reaction differs from its physiologic or pharmacologic effect and 
resembles hypersensitivity but does not involve immune mechanisms. Food 
idiosyncratic reactions include those which occur in specific groups of individuals 
who may be genetically predisposed. When the reaction is anaphylaxis-like, it may 
be called ‘anaphylactoid’.
Anaphylactoid reaction to a food: An anaphylaxis-like reaction to a food or food 
additive as a result of the non-immune release of chemical mediators. This reaction 
mimics the symptoms of food hypersensitivity (allergy).
Pharmacologic food reaction: An adverse reaction to a food or food additive as a 
result of a naturally derived or added chemical that produces a drug-like or 
pharmacologic effect in the host recipient.
Metabolic food reaction: An adverse reaction to a food or food additive as the 
result of the effect of the substance upon the metabolism of the host recipient.
T a b le  1.1 C o n tin u e d .. .
Following this, Anderson (1986) published an editorial which drew on the AAACI 
terminology, and made a further distinction in the classification of adverse food 
reactions in terms of their causal mechanisms (immune mediated or non-immune 
mediated) and the clinical symptoms that presented (see Table 1.2). This 
classification system labelled all non-immunological reactions as ‘food intolerance’, 
including food poisoning and toxicity within this category. All immunological 
reactions were referred to as ‘food allergy’.
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Both the classification of the AAACI (Anderson & Sogn, 1984) and Anderson’s 
(1986) dichotomy between immunological and non-immunological reactions made a 
significant contribution to disentangling adverse reactions to food and in providing a 
standard terminology to describe these reactions (Ispano et al., 1998). However, it 
was later suggested that a classification system based purely on underlying 
mechanisms would provide a clearer framework, and this was provided by the 
European Academy of Allergy and Clinical Immunology (EAACI) (Bruijnzeel- 
Koomen et al., 1995).
Table 1.2 Anderson’s (1986) classification of adverse reactions to foods
Non-immunologic reactions 
(Food intolerance)
Immunologic reactions 
(Food allergy)
Food poisoning and toxicity Food hypersensitivity including 
urticaria/angioedema and systemic 
anaphylaxis
Anaphylactoid reactions and other Gluten enteropathy
mediator-release reaction (celiac syndrome)
Food idiosyncratic reactions including 
those caused by genetically inducted 
enzymatic deficiencies such as lactose 
intolerance
Atopic dermatitis exacerbated by food
Metabolic food reactions Milk-induced chronic pulmonary disease 
(Heiner’s syndrome)
Pharmacologic food reactions Other food reactions based on immune 
mechanisms (Type I, II, III, IV)
• Dermatologic
• Gastrointestinal
• Pulmonary
• Neurologic
• Physiologic
• Genitourinary
• Musculoskeletal
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1.2.3 The European Academy of Allergy and Clinical Immunology 
classification
The EAACI published a position paper in 1995 (Bruijnzeel-Koomen et al.) stating a 
classification of adverse reactions to foods that built on the earlier work of the 
AAACI and the NIAID. This classification system can be seen in Figure 1.1 below.
Figure 1.1 Illustration of the EAACI classification of adverse reactions to food
The EAACl’s classification of adverse reactions to food starts by making a 
distinction between toxic and non-toxic reactions; this distinction can be understood 
in terms of individual susceptibility. That is, any individual can experience a toxic 
reaction to food (food poisoning) in response to a high enough dose of toxic 
compounds in food. However, non-toxic reactions are due to the particular 
susceptibility of an individual. The EAACI noted that toxic reactions were not the 
focus of the position paper, but should be considered as a possibility by medical 
practitioners as symptoms may be indistinguishable from those of non-toxic 
reactions. This classification system differs from previous definitions as toxic and 
non-toxic reactions are no longer included as forms of food intolerance, but as 
distinct categories which refer to individual susceptibility.
The EAACI’s classification further divides non-toxic adverse reactions to food into 
two different categories; those that can be explained by immune mediated
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mechanisms and those that involve non-immune mediated mechanisms. The 
EAACI recommends the use of the terms food allergy (immune mediated 
mechanisms) and food intolerance (non-immune mediated responses) to refer to 
these categories.
Within the food allergy (immune mediated responses) classification a distinction is 
made between adverse food reactions that can be attributed to the IgE mediated 
mechanism and reactions that are non-lgE mediated. The IgE mechanism in food 
allergy is well established and is discussed further in the aetiology Section below 
(see Section 1.3.1). However, the EAACI asserts that non-lgE mediated immune 
responses have less support by rigorous scientific studies, and are therefore less 
well understood (Ortolani & Pastorello, 2006).
According to the EAACI, food intolerance Is classified into three categories: 
enzymatic, pharmacological and undefined. Enzymatic food intolerance refers to 
mechanisms such as enzyme deficiencies, as in the case of lactose intolerance, 
where individuals do not produce enough of the enzyme lactase to break down the 
sugars in milk. Pharmacological food intolerance includes adverse reactions to 
substances found in food, for example histamine. The food intolerance classification 
also includes an undefined category for adverse reactions where the causal 
mechanism has not been established.
The key differences between the EAACI classification and Anderson’s (1986) 
classification are the removal of food poisoning and toxic reactions from within the 
food intolerance category and the EAACI focus purely on what is known about 
pathogenetic mechanisms (Anderson’s (1986) classification had included clinical 
symptoms). The EAACI’s classification of adverse reactions to foods has been 
influential and widely used (for example by the Committee on Toxicity (COT) 
Advisory Report published in 2000).
1.2.4 The Royal College of Physicians and The British Nutrition Foundation
classification
An alternative classification system of adverse reactions to food is that of the Royal 
College of Physicians and the British Nutrition Foundation (RCP & BNF, 1984; BNF,
2002). This classification makes an initial distinction between food intolerance, food
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aversion and food poisoning (see Figure 1.2). Food aversion is seen as a reaction 
to food that is psychological and not reproducible if an individual is given the food 
covertly. Food poisoning is distinguished from food intolerance as an adverse 
reaction to food due to a characteristic of the food (e.g. a contaminant) rather than 
an individual susceptibility to the food as in food intolerance. The term food 
intolerance in this classification refers to all reproducible adverse reactions to food, 
and includes both allergic and non-allergic responses; that is both reactions that are 
immune mediated, and non-immune mediated. The RCP and BNF’s definition 
includes adverse reactions to foods based on allergic, enzymic, pharmacological 
and non-defined mechanisms under the term ‘food intolerance’.
Figure 1.2 Illustration of the Royal College of Physicians and the British Nutrition 
Foundation classification of adverse reactions to food
The similarity between this classification and that of the EAACI are that they both 
use the term 'food allergy’ to refer to adverse reactions to food that are mediated by 
immune responses. However the key difference between the two classifications is 
their use of the term ‘food intolerance’. In the British Nutrition Foundation’s 
classification, ‘food intolerance’ is used as an umbrella term for all reproducible 
reactions. In this sense it includes the EAACI’s categories of both food allergy and 
food intolerance. In the EAACI’s classification however, the term food intolerance
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refers only to adverse food reactions that are distinctly different from food allergy, 
and cannot be attributed to immune mechanisms.
1.2.6 Terminology used in this thesis
For the purposes of this thesis the EAACI’s classification system will be used 
throughout. Therefore, where the expression ‘food allergy’ is used, this shall refer 
to immunologically mediated mechanisms, and where the term ‘food intolerance’ is 
used this shall refer to non-immunologically mediated mechanisms (and shall not 
include toxic reactions). The term ‘adverse reactions to food’ shall be used as an 
umbrella term to include both food allergy and food intolerance.
1.2.6 The difference between theory and practice
So far this Chapter has introduced the key classification systems for adverse 
reactions to food, which have had various degrees of overlap, and the differences 
between them. These classification systems have introduced a theoretical 
distinction that can be drawn to differentiate between adverse reactions to food. 
However, it has been asserted that, although the classifications may be useful in 
theory in differentiating between food allergy and food intolerance, the reality of what 
happens in practice is likely to be different (Brostoff & Gamlin, 1998). It is 
suggested by Brostoff and Gamlin (1998) that the theoretical classifications rely on 
differences in causal mechanisms in order to differentiate between allergy and 
intolerance, but that in practice, due to the insensitivity and lack of diagnostic tests, 
these distinctions are likely to be based on sym ptom s rather than causes. For 
example, a patient may present with typical allergy symptoms, such as asthma or 
urticaria, and if these symptoms are linked to food, a label of food allergy is likely to 
be given (following which a skin prick test may be conducted for confirmation). 
However, in the instance of a patient presenting with symptoms not known to be 
linked with food allergy (such as fatigue, headaches, diarrhoea), the label ‘food 
intolerance’ would be more likely to be employed. It is unlikely in this instance that a 
medical practitioner would conduct tests to check for IgE mediated allergies, as 
there is little chance these would show positive results or add to the diagnosis.
Brostoff and Gamlin (1998) further acknowledge that, although disentangling 
adverse reactions to food is complex, there are certain features that characterise 
food allergy and food intolerance that can be helpful in distinguishing between these 
reactions at a practical level. Table 1.3 presents these characteristics. These
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differences in characteristics will be discussed in more detail in the following 
sections concerning aetiology (Section 1.3) and symptomatology (Section 1.4).
Table 1.3 Characteristics of food allergy and food intolerance
Food allergy Food intolerance
Reaction usually occurs immediately 
after exposure to allergen
Reaction is delayed -  symptoms may 
occur hours later
Only small amount of food required to 
trigger reaction
Larger quantities of food required to 
provoke symptoms
Symptoms can be very severe -  and 
tend to be classic allergy symptoms
Symptoms often start in a mild form and 
gradually get worse
Types of symptoms tend to be classic 
allergy symptoms:
Types of symptoms can be very varied 
and affect many body systems:
• Breathlessness • Headache
• Wheezing • Fatigue
• Runny/congested nose • Mouth ulcers
• Skin red, itchy, flaky, rashes • Vomiting
• Swelling of lips, mouth, tongue • Nausea
• Anaphylactic shock • Bloating
• Diarrhoea
• Constipation
• Joint pain
• Depression/anxiety
Adapted from Brostoff and Gamlin (1998)
1.3 Aetiology
The previous discussion has demonstrated that there have been issues concerning 
the classification of food allergy and food intolerance, and that this is in part due to 
the complex and often undefined aetiology of adverse reactions to food. This
11
Section will outline briefly the mechanisms that are understood and defined in food 
allergy and food intolerance.
1.3.1 Food allergy aetiology
The only proven immune mediated allergy is that involving Immunoglobulin E (IgE) 
(Ortolani & Pastorello, 2006). IgE is a type of antibody that is produced in the body 
in response to foreign proteins (antigens/allergens). Antibodies exist to fight 
bacteria, infection and viruses and their production is usually protective to the 
individual, but an overproduction can be harmful and lead to illness. 
Immunoglobulin E has been found to be the key antibody involved in allergic 
responses. In individuals experiencing food allergy the body mistakenly produces 
large amounts of IgE in response to certain foods (allergens). When the body is 
exposed to the allergen the IgE cells bind with mast ceils which then release 
histamine and other pro-inflammatory chemicals into the blood. The body reacts to 
these substances with an immediate inflammatory response (i.e. blood flow 
increases) and swelling, itching and redness occur (Sampson, 2004; Jackson,
2003). The reaction usually occurs almost immediately following the ingestion of 
food.
It is likely that other immune mechanisms also play a role in food allergy, such as 
different antibodies (e.g. IgG, IgA, IgM), and ceil mediated immunity (for coeliac 
disease), but these mechanisms are not yet well understood (Bruijnzeel-Koomen et 
al., 1995; Ortolani & Pastorello, 2006).
1.3.2 Food intolerance aetiology
As seen in the previous Section concerning the classification systems of adverse 
reactions to food, two types of food intolerance reaction are acknowledged; 
enzymatic and pharmacological.
Enzymatic food intolerance refers to defects in the enzymes being produced in the 
gastrointestinal system. A common form of enzymatic food intolerance is lactose 
intolerance, in which individuals are unable to digest the sugars (lactose) in cow’s 
milk. This condition is caused by a deficiency in production of the lactase enzyme 
which is used to break down the sugars. The lack of digestion causes fermentation
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in the gut which presents itself in the individual as symptoms such as bloating, 
abdominal cramps, diarrhoea, wind, and nausea (Jackson, 2003).
Pharmacological intolerance refers to a reaction that some individuals have when 
they are abnormally reactive to some substances in food, such as histamine, 
tryptamine, and serotonin. However, the mechanisms involved in causing 
symptoms are not well understood (Bruijnzeel-Koomen et al., 1995; Montalto et al., 
2008). In addition to this the EAACI classification system involves a category for 
undefined mechanisms which recognises that there are likely to be additional causal 
mechanisms underlying reproducible food intolerance reactions, but that these are 
not yet known.
1.4 Symptomatology
1.4.1 Food allergy symptomatology
The symptoms linked with food allergy are reasonably well established, as they 
generally occur immediately following ingestion of food, and so are easier to detect. 
The most severe symptom linked with IgE mediated food allergy is anaphylaxis, 
which is fortunately rare, but can be fatal. An anaphylactic reaction involves 
symptoms such as wheezing, throat tightness, obstruction of airways due to 
swelling, fall in blood pressure and swellings of the skin. Gastrointestinal symptoms 
can be involved as well, such as nausea and vomiting. The most common causes 
of anaphylaxis are peanuts and seafood (Sicherer, 2002).
Other symptoms of IgE mediated food allergy include skin symptoms (e.g. urticaria, 
angioedema), respiratory symptoms (e.g. asthma, rhinitis) and gastrointestinal tract 
symptoms (e.g. swelling and itching of the lips and mouth (ora! allergy syndrome), 
abdominal pain, vomiting) which often occur in combination (Sampson, 1988; 2004). 
Although gastrointestinal symptoms can occur as an immediate food allergy 
reaction, it is rare that these symptoms alone are a manifestation of food allergy. 
There are usually other allergy symptoms in the skin or respiratory tract which occur 
at the same time (Jackson, 2003). In the case of food allergy some common trigger 
foods have been identified, and are often referred to as ‘the big eight’. These foods 
are milk, eggs, peanuts, nuts (including brazils, hazelnuts, almonds and walnuts) 
fish, shellfish, soya and wheat (Bousquet et al., 1998).
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The picture concerning symptoms of food intolerance is not so clear-cut. There is 
no defined set of symptoms for food intolerance and there is a huge variability 
between patients in terms of the symptoms that they experience and the foods that 
affect them. Brostoff and Gamlin (1998) propose a list of some of the major 
symptoms of food intolerance which includes headaches, migraines, fatigue, 
depression, anxiety, mouth ulcers, aching muscles, stomach symptoms (vomiting, 
nausea), bowel symptoms (diarrhoea, wind, bloating, constipation), joint pain and 
water retention. They acknowledge that the symptoms they suggest are based 
largely on anecdotal evidence rather than ‘hard scientific evidence’ as there is a 
dearth of scientific studies in this area.
As previously mentioned, lactose intolerance is a common form of food intolerance 
and involves symptoms such as nausea, abdominal pains, diarrhoea, bloating and 
wind following ingestion of cow’s milk or foods containing lactose (McBean & Miller, 
1998). With regard to culprit foods in food intolerance, Brostoff and Gamlin (1998) 
assert that wheat and milk are two of the most common culprits, but they suggest 
that any individuals can become intolerant to almost any food that is eaten in large 
quantities and regularly.
1.5 Diagnosis
The lack of definitive knowledge surrounding the aetiology and symptomatology 
adds challenges to the diagnosis of food allergy and food intolerance. Ortolani et al. 
(1999) state that "In reality, no test designed to establish allergy/intolerance carried 
out on a patient (in vivo) or in the laboratory (in vitro) will o f itself allow one to 
formulate this diagnosis with certainty. The diagnostic accuracy o f currently 
available tests is low, and for som e tests there are no studies on diagnostic 
sensitivity and specificity”. The methods used in assisting diagnosis of food allergy 
and food intolerance will be reviewed in this section.
1.5.1 Patient history
For health professionals an assessment of the patient’s medical and dietary history 
is a key aspect of diagnosing adverse reactions to food. A detailed dietary history 
can be a complex undertaking, and should include information regarding the latency
1.4 .2  F o o d  in to le r a n c e  s y m p to m a to lo g y
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of reaction, types of symptoms, duration of symptoms and reoccurrence of 
symptoms (Ortolani & Pastorello, 2006). This method is a useful start in diagnosing 
IgE mediated food allergy, as the more immediate onset of symptoms enables the 
establishment of cause and effect relationships. The patient history can then be 
followed up by skin prick tests, blood tests, or elimination tests (see below) to 
confirm diagnosis. However, with food intolerances and their often more delayed 
reactions, the cause and effect relationship is more difficult to establish, and other 
methods such as food diaries, dietary restriction and oral challenge tests are relied 
upon.
1.5.2 Skin prick tests
Skin prick tests (SPT) can be used to diagnose IgE mediated food allergy. The skin 
prick test involves applying a drop of an allergen extract to the skin (usually the 
forearm) and pricking through the extract to the skin. A positive (histamine) and 
negative (saline) control are also applied. The skin at the site of the prick tests is 
then observed to see whether a reaction occurs, indicated by a ‘wheal’ in the skin, 
and redness and itching. A common definition of a positive reaction is when the 
wheal at the site of the test material is at least 3mm larger than the negative control 
(Mabin, 1996; Sampson, 2004).
This method is often favoured for its immediate results and cost effectiveness, 
however, there are several limitations to it. These tests are very sensitive to the 
quality, purity and strength of the extract being tested. Furthermore, these tests can 
often provide false positives as cross-reactivity can occur. For example, an 
individual with grass allergy may show IgE response to cereal flours yet may 
experience no symptoms (Jones, Magnoifi, Cooke & Sampson, 1995). There is also 
poor correlation reported between the results of SPTs and double-blind placebo- 
controlled food challenges (see below), which are seen to be the gold standard in 
allergy testing (Mabin, 1996).
1.5.3 Blood tests
The radioallergosorbent test (RAST) is a blood test used to test for food allergy by 
searching for the presence of specific IgE antibodies in the blood. This test is 
conducted in a laboratory using a blood sample which is introduced to different
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allergens. RAST tests are able to confirm the presence of IgE mediated allergy, and 
are found to be correlated with the test results of skin prick tests. They are, 
however, subject to limitations similar to those associated with the skin prick tests. 
Furthermore, a positive reaction in the blood may not necessarily indicate a positive 
allergic response to the food when taken orally. However, these tests are more 
suitable for use with patients that may experience anaphylactic reactions (Ortolani 
& Pastorello, 2006).
1.5.4 Oral challenges
There are several types of food challenge procedure in which the patient is exposed 
to foods and symptoms are observed. In the open food challenge both the 
participant and observer know what the food is that is being tested. This procedure 
is subject to false positives as psychological reactions to the food can occur. In 
double-blind placebo-controlled food challenges (DBPCFC) both a placebo and a 
test material are administered to the patient, and neither the patient nor the observer 
knows which is which. This method is seen as the ‘gold standard’ for testing 
adverse reactions to food, as it meets the scientific principles of control and 
replication. This method rules out the possibility of psychological reactions to food, 
and avoids physician and patient bias. A position paper has been published which 
outlines the correct procedure for the DBPCFC (Bindslev-Jensen et al., 2004).
The DBPCFC method does however also have several limitations, such as being 
time-consuming, complex and expensive to implement. Additionally, individuals with 
potentially life-threatening reactions cannot take part in this procedure. This process 
also requires a large amount of commitment from the patient Furthermore there are 
some issues in defining the appropriate dose of food required to invoke a reaction 
(which indeed may be much smaller for allergy than for intolerance). If there is no 
reaction to the foods in the DBPCFC, this may indicate an absence of adverse 
reactions to food, or it may be that the dose was too low to invoke a response 
(Jackson, 2003). In addition, immediate reactions are easy to diagnose, yet 
symptoms occurring in food intolerance are often reported to be delayed; it may be 
hours or days before the reaction occurs. Although DBPCFCs are seen as the 
ideal, these procedures are rarely used to diagnose adverse reactions to food 
(Ortolani & Pastorello, 2006).
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1.5.5 Elimination diets
Elimination diets involve removing foods from the diet (suspect foods, or foods 
identified by skin prick tests) and observing symptoms. A positive result is indicated 
if symptoms improve on the removal of foods (for up to a two week period) and if the 
symptoms re-appear when foods are reintroduced. The advantage of this method is 
that the diet can be tailored to the patient’s needs/suspected foods. However, it is 
important that these diets are conducted under the supervision of a dietician to 
provide information, support and encouragement to the patient and to ensure that 
the patient maintains a nutritionally sound diet (Ortoiani et al., 1999).
1.5.6 Other methods
There are numerous alternative methods for testing for food allergy/intolerance in 
existence. For example, cytotoxic testing (blood is tested on exposure to different 
foods), hair analysis, applied kinesiology (tests muscle strength when food extracts 
are held near the muscles), and sublingual tests (drops of suspect allergen placed 
under the tongue). However, none of these methods have been proven to be 
accurate, reliable or valid. There is no scientific evidence to support these methods 
as diagnostic procedures, and in many cases these methods have been found to be 
no different from a placebo (American Academy of Allergy, 1981; Niggemann & 
Gruber, 2004; Ortoiani & Pastorello, 2006; Sethi et al., 1987).
1.6 Summary
The discussion so far has considered classifications of adverse reactions to food 
and noted that there have been several attempts to achieve consensus in this area. 
The two main classification systems examined showed agreement in that they both 
referred to food allergy as adverse reactions involving the immune system, however 
the definitions of food intolerance were found to be more variable. The key 
message in this discussion is that clarity and transparency are essential in terms of 
nomenclature used in research evidence to ensure that this confusion is not 
perpetuated. Furthermore, in regarding theoretical classifications, it is important to 
note that, although they are useful in establishing a common language for adverse 
food reactions, from a practical viewpoint they may not be so relevant, as diagnosis 
is likely to be based on presenting symptoms rather than underlying causal 
mechanisms that cannot be easily identified.
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This literature review has further revealed that there are large gaps in the knowledge 
of the aetiology of adverse reactions to foods. Although the IgE mechanism has 
been identified as an important aspect of food allergy, there is still far more work to 
be done in understanding the causal mechanisms underlying non-lgE mediated food 
allergy and food intolerance. In addition to an unknown aetiology, the 
symptomatology of food intolerance poses its challenges as there is no defined 
symptom set, and the often subjective nature of reported symptoms can make 
objective measurement difficult.
The unclear aetiology and symptomatology create further issues in food intolerance 
in terms of its diagnosis. Although there are objective tests for IgE mediated food 
allergy which can lend some weight to confirming a patient history of food allergy, 
these tests have their limitations. The gold standard diagnostic test in adverse 
reactions to foods is seen to be the DBPCFC, particularly in food allergy. However, 
there are practicalities and limitations with this type of test (especially with regard to 
the diagnosis of food intolerance) which mean that it is not readily employable as a 
diagnostic method.
Overall this review has so far revealed many complexities and uncertainties in the 
area of food intolerance. It should be noted that the more clear-cut nature of food 
allergy reactions mean that it is important to understand what food allergy is to 
understand what food intolerance is not and vice versa. However, the lack of clearly 
defined causal evidence can also be a minefield for the researcher. Nevertheless, 
far from dissuading the researcher from considering such a contentious area, it is 
proposed that this it is one that would benefit greatly from further research and 
understanding. But, the above discussion has also highlighted the need for caution 
to be applied.
1.7 Treatm ent and m anagem ent o f food intolerance
The only known form of treatment for food allergy and food intolerance is to identify 
and eliminate the food causing the symptoms (Ortolani & Pastorello, 2006). Food 
allergy in particular is not curable at present, and the patient is required to make 
adjustments to their life and dietary regime to minimise the risks. If individuals have 
an anaphylactic reaction to food they must avoid all traces of the culprit in all foods. 
However, for other allergies it can be that it is only in some forms that the food
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product causes problems, such as raw fruit or vegetables that can be tolerated if 
cooked. For individuals with food intolerance, the negative reaction to foods is not 
life-threatening and the reactions can be more transient than that of food allergy; 
therefore avoidance of the culprit foods for a period of time can be followed by 
periods of reintroduction of those foods. If the symptoms reappear, then the foods 
are removed from the diet again (Brostoff & Gamlin, 1998; Finn, 1992; Wuthrich, 
2005).
It is widely asserted that it is important that individuals receive support to ensure that 
they engage in “correct avoidance and adequate nutrition’’ (Bruijnzeel-Koomen et 
al., 1995). In the case of removing a single food, such as peanuts, that causes 
anaphylactic reactions, this is unlikely to be harmful to the individual. However, 
avoidance of staple foods such as milk, wheat, or eggs may have wider implications 
for an individual’s health (Des Roches, Paradis, Paradis & Singer, 2006; McGowan 
& Gibney, 1993). Parker, Sussman and Krondl (1988) propose the importance of 
awareness of the nutrient contribution of those foods excluded from the diet in order 
to ensure that the diet does not become nutritionally deficient. For example, 
exerting caution where individuals exclude milk or dairy products, since these are 
important sources of protein, calcium and vitamin D. Nutritional deficiency can be 
avoided by using the correct vitamin and mineral supplements, but it is important 
that advice is taken from an individual with dietetic or nutritional expertise (Ortolani & 
Pastorello, 2006).
Research evidence concerning nutritional adequacy of exclusion diets has 
suggested that there may be serious concerns in individuals cutting foods out of 
their diet. McGowan and Gibney (1993) conducted a study concerning self-reported 
food allergy and found that, in their sample of 323 individuals, 36% reported self- 
diagnosis, 57% reported nearly always avoiding the culprit food and 24% reported 
always avoiding the culprit food. Their study further investigated 38 individuals with 
milk allergy, and found that their calcium intake was significantly lower than in 
individuals without food allergy, and that it was below acceptable levels. This study 
suggested that food avoidance in allergy sufferers was widespread and could be 
problematic.
With regard to the management of food allergy and food intolerance, there are very 
limited services in existence to help patients. A report written by the House of
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Commons Health Committee (2004), entitled The Provision of Allergy Services’, 
acknowledged that there was a severe lack of provision of allergy services at a 
Primary Care level to deal with all types of allergic reactions, including both IgE and 
non IgE mediated food reactions. The only services existing within the NHS were 
specialist allergy services (however these were very limited in number, six full-time 
and nine part-time clinics) which were for all types of allergy and not exclusively for 
food allergy. Therefore, patients with more complex and severe allergies are 
prioritised for these services.
In terms of Primary Care services, there are no specific services in existence to deal 
with adverse reactions to foods. The first port of call for patients experiencing 
symptoms is often the GP; however, several research studies which have 
considered help-seeking in those individuals reporting self-perceived adverse 
reactions to food have found that many individuals report self-diagnosis and a lack 
of help-seeking from health professionals (Sloan & Powers, 1986; Young et al.,
1994). An alternative option for patients with suspected adverse reactions to foods 
is to seek private medical care, but, due to the cost implications involved, these 
services are not accessible to all and there is a concerning lack of standardisation 
and control over these same services (Finn, 1992).
In brief, in light of the evidence suggesting that there is a lack of services to manage 
food intolerance, a lack of GP training, and general scepticism amongst the health 
profession, it is not surprising that individuals may rely on self-diagnosis, self­
management or alternative practitioners to help them. However, this evidence 
produces concern for patients' well-being, as evidence suggests that elimination 
diets can be unnecessarily restrictive and even harmful to an individual’s nutrition 
and health. It is further suggested that self-diagnosis of symptoms in the absence of 
a medical professional may delay diagnosis or treatment of other existing health 
conditions (Robertson, Ayres, Smith & Wright, 1988; Labib, Gama, Wright, Marks & 
Robbins, 1989). It therefore seems that there is a need for Primary Care services in 
which patients are offered support and nutritional information concerning food 
intolerances and their management.
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With the previous discussion in mind, investigating the prevalence of food 
intolerance is a no less controversial area. Research studies have attempted to 
ascertain the prevalence of food intolerance, but estimates vary from 2% - 33% 
(Bender & Matthews, 1981; Young et al., 1994). There appears to be enormous 
variation in the prevalence rates of food intolerance, depending on whether studies 
employ self-report measures or objective verification. The following discussion will 
introduce some of the research studies investigating the prevalence of food 
intolerance, and consider their strengths, weaknesses and contribution to our 
understanding in this field.
1.8.1 The issues of terminology in measuring prevalence
One of the key concerns in the matter of measuring prevalence is again that of 
definition. As there is much controversy concerning the aetiology, symptom profile, 
and diagnosis of adverse food reactions, this creates fundamental issues in 
attempting to define the phenomenon. This confusion is apparent in the research 
literature, as many research studies do not clearly define food allergy, or food 
intolerance in their research reports. It can therefore be very unclear as to whether 
they are measuring, for example, food allergy as an immunological phenomenon, 
and food Intolerance as a non-immunologically mediated response, or perhaps 
using the term food intolerance as an umbrella term for all adverse reactions to food 
(as set out by the Royal College of Physicians and British Nutrition Foundation, 
(1984)). This is an important point to note at the outset, as the following discussion 
will include studies that have used terms such as food allergy, food intolerance and 
food hypersensitivity -  and these terms do not carry from one research study to the 
next. Where possible the definition used in the study will be outlined within the 
discussion to make clear the phenomenon under investigation.
As previously mentioned, research studies have employed differing methodologies 
to measure the prevalence of adverse reactions to food. Some studies have 
employed self-report measures to find out whether people perceive themselves to 
have an adverse reaction to food and others have additionally employed more 
objective methodologies, such as skin prick tests and DBPCFCs. Furthermore, 
studies have considered both adverse reactions in children and adults. For the 
purposes of this review only studies concerning adults will be included, as the
1 .8  P r e v a l e n c e  o f  f o o d  i n t o l e r a n c e
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research studies being conducted in this thesis are concentrated on adult 
populations. There are very few population studies in this field, so this review will 
include not just studies conducted in the U.K. but also those conducted in other 
European countries and in America.
1.8.2 Studies considering self-perceived prevalence
Bender and Matthews (1981) conducted an early U.K. questionnaire-based study on 
a random sample of 1,000 university teaching staff. The terminology used in their 
study was ‘adverse reactions to food’ and their questionnaire asked respondents (as 
part of other questions about shopping and eating habits) whether they avoided any 
particular foods or drinks. Participants were also asked, if they avoided any foods, 
what their reasons were (response options provided were religion, taste, texture, 
headache/migraine, vomiting, nausea, skin reaction and other), whether their 
reaction was delayed or immediate, and whether they had sought any medical 
advice for their symptoms. Of the 560 responses (56% response rate), 33% (39% 
of the female respondents and 26% of the male respondents) reported avoiding at 
least one food due to it causing unpleasant physiological reactions. The most 
commonly reported reactions were nausea and vomiting, also mentioned were 
indigestion, headache-migraine, and skin reactions. The most commonly cited 
foods responsible for adverse reactions were, in order of frequency reported, milk 
products, alcoholic beverages, vegetables, meat products, fish products and cereal 
products. With regard to time of reaction, a high proportion of respondents (71%) 
indicated that their adverse reactions were delayed (occurred after more than one 
hour). Furthermore, only 14% of those reporting physiological symptoms reported 
that they had taken medical advice.
This study provides some interesting results as it demonstrates that a high 
proportion of people reported avoiding at least one food due to a physiological 
reaction, and that many of these were delayed reactions. However there are some 
limitations to this study that should be noted. Firstly, the sample only consisted of 
university staff, and was therefore not a representative community sample. Also, 
the high reports of perceived prevalence of an adverse reaction also may suggest 
that there was an over-representation of people returning the questionnaire who 
experienced adverse reactions to food.
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Another early study considering self-perceived food intolerance, Burr and Merrett 
(1983), also dealt with the prevalence of adverse reactions to food. Respondents 
were asked to indicate whether any foods made them ill, and if so, to indicate which 
foods they were and the symptoms that they experienced. Their results found that 
one quarter of women (26%) and one fifth of men (19%) reported having adverse 
effects to food. This study had a high response rate (90%), however it should be 
noted that the sample was taken from a small town in Wales, and is therefore 
unlikely to be representative of the U.K. population (although no demographic data 
were reported). With regard to terminology, this study used the term food 
intolerance to report its results, but in this case the term food intolerance referred to 
all adverse reactions to foods, as the survey was likely to have picked up all 
individuals who experienced a reaction to food, as they were simply asked whether 
any foods made them ill.
More recently, Altman and Chiaramonte (1997) conducted a survey in the USA to 
investigate public perception of adverse reactions to food. They used the term ‘food 
allergy’ in their publication, however, this was not defined as immune mediated 
reactions but was again used as an umbrella term for all adverse reactions to food. 
Their questionnaire asked a quota sample of 5,000 American households whether 
anyone in the household had a food allergy and if so to describe to what food their 
allergy was. The survey was conducted in 1989, 1992 and 1993 with three different 
samples of 5,000 households. There were good response rates (79%, 75% and 
74% respectively), and the percentage of households reporting at least one 
individual with food allergy was 16.2%, 16.6% and 13.9% respectively. For each 
survey there was a higher proportion of females reporting food allergy than males. 
The foods most commonly cited as being responsible for food allergy were milk, 
fruit, vegetables and seafood/shellfish. Altman and Chiaramonte suggest that if their 
findings were generalised to the American population, more than 15 million people 
may believe that they have an adverse reaction to food.
The research studies discussed so far have all employed survey designs to 
investigate perceptions of adverse reactions to foods. Despite the differing 
terminology used from study to study, all of the research studies are likely to have 
included all adverse reactions to foods (immunologic and non-immunologic) due to 
not having formed precise definitions of the reactions being examined. These 
studies provide an insight into the prevalence of the public’s perceptions of their
23
experiences of food allergy and food intolerance, although they do not provide any 
evidence for whether the perceived prevalence reflects actual prevalence rates. 
There have, however, also been studies which have attempted to verify verbal 
reports of adverse reactions to foods by employing objective measures such as skin 
prick tests, RAST tests and DBPCFCs.
1.8.3 Studies with objective verification
One influential and large population study of food intolerance that has been 
conducted in the U.K. is that of Young et al. (1994). This study utilized both a postal 
questionnaire and DBPCFCs to estimate the population prevalence of food 
intolerance. In this study the term food intolerance was again used to refer to all 
adverse reactions to food (employing the Royal College of Physicians and BNF 
classification). The postal questionnaire was sent to 15,000 households 
(representing 20,000 individuals) and revealed that 20.4% of the nationwide sample 
reported having an adverse reaction to food. Following the survey, a sample of 93 
individuals that were deemed eligible took part in a DBPCFC to test eight culprit 
foods. The results of the DBPCFCs led Young et al. to estimate a population 
prevalence rate of food intolerance of 1.4% - 1.8%. This study suggests that the 
prevalence of self-reported adverse reactions to food is much higher than that of 
objective measures.
This study has been very influential as one of the first attempts to verify self-reported 
measures of adverse reactions to food, and the questionnaire was conducted on a 
large scale. However, it can be criticised on several grounds, and these limitations 
should be noted here. Firstly this study only included eight different foods in the 
food challenge. The eight foods accounted for only 49% of the foods that were 
reported through the postal questionnaire as causing reactions. The population 
prevalence estimate is therefore likely to be a very conservative estimate of the 
prevalence of adverse reactions to foods. Anthony et al. (1994) further asserted that 
the amounts of food used in the DBPCFC may have been insufficient to provoke a 
reaction, and that this would also contribute to a very conservative population 
estimate of food intolerance prevalence. Another limitation of this study is the small 
number of participants who went on to the DBPCFC, and the way in which this 
sample was largely self-selected (many individuals did not consent to this part of the 
research).
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Despite the limitations of this study, similar results have been reported in other 
population studies, such as that of Jansen et al. (1994) who conducted a smaller 
study of the Dutch adult population with a sample size of 1,483. This research study 
revealed a similar disparity between self-reported prevalence of adverse reactions to 
foods (12.4%) and prevalence estimates based on the results from a DBPCFC 
(2.4%). Although, it should again be noted that only 73 participants were included in 
the DBPCFC.
Woods et al. (2002) further reported research results concerning adverse reactions 
to food in a sample of Australian adults which involved both a self-report 
questionnaire and a skin prick test to five common food allergens (cow’s milk, 
peanut, egg, shrimp and wheat). The aim of their study was to investigate the 
extent to which self-reported adverse reactions to food could be explained as food 
allergy reactions. Woods et al. defined their usage of the terms food allergy 
(immune mediated) and food intolerance (non-immune mediated), which was in line 
with the EAACI definitions. The questionnaire asked respondents whether they had 
ever suffered from any illness or trouble following ingestion of food, and whether this 
occurred ‘nearly always’ after eating this food. The results of the questionnaire 
revealed that 22% (99) of respondents reported an adverse response to food nearly 
every time they ate it. The skin prick tests revealed that 13% (58) of the participants 
displayed a positive reaction to the skin prick tests, yet in only 7 (1.5%) participants 
were the results from the self-reported culprit food and skin prick tests found to 
match. However, Woods et al. note that these results should be treated cautiously, 
as skin prick tests only suggest sensitivity to the allergen, and subjects can display 
sensitivity but experience no symptoms. This suggests that only a small amount of 
self-reported reactions to foods can be explained as IgE mediated reactions. Again, 
this study is limited by the number of foods tested and the relatively small sample 
size. However, it is noteworthy that the figures reported were similar to those found 
in Young et al.’s (1994) population study.
Another more recent study is that of Zuberbier et al. (2004), conducted in Germany 
on a sample of 13,300 people. This study claimed to be the first research that had 
obtained a representative sample and addressed the prevalence of all adverse 
reactions to food (rather than just immunologically mediated reactions). A postal 
questionnaire investigating adverse reactions to food was returned by 4,093 people.
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The self-reported prevalence of adverse reactions to food was 34.9%. Following on 
from this, 2,298 respondents were contacted by telephone and if food intolerance 
could not be excluded by personal history, participants were invited to take part in 
further investigations, including skin prick tests, blood tests and DBPCFC. The 
results suggested that for the German adult population the estimated prevalence of 
all adverse reactions to food, as confirmed by DBPCFC, was 3.6%. Of those, 2.5% 
could be attributed to IgE mediated reactions, and 1.1% were non-lgE mediated 
reactions. This study also confirmed the findings of previous research studies that 
perceived prevalence of food intolerance and allergy is higher than objective tests 
demonstrate.
1.9 Towards an understanding o f food intolerance
In summary, this Section has highlighted that, due to the issues surrounding the 
definition, diagnosis and objective verification of food intolerance, there are further 
challenges in establishing the prevalence rates of food intolerance in the U.K. The 
above research evidence has shown that there is a large discrepancy between the 
prevalence of food intolerance when measured using objective verification, and 
when measured using self-report methods. The self-reported prevalence is much 
higher than objective tests can confirm. However the population studies reviewed 
consistently found this discrepancy, and also reported similar figures in terms of the 
prevalence of perceived reactions and the results from the objective measures.
Despite the convergence of opinion from the population studies, caution must again 
be applied due to the numerous limitations apparent in the research studies. In 
some cases the studies do not clearly define whether they are measuring food 
allergy or food intolerance, or how they define these terms. Furthermore, drawing 
comparisons between these studies is problematic as they have all employed 
different methodologies and different ways of asking participants about their adverse 
reactions to food. In several cases the literature review demonstrated that the 
research study was likely to be measuring all adverse reactions to food due to the 
imprecise wording of the questions employed. There are also limitations concerning 
the use of objective measures of the prevalence of adverse reactions to food, as the 
previous part of the literature review concerning the diagnosis of food intolerance 
has already highlighted. The objective measures have their own shortcomings and 
limitations, meaning that their accuracy is questionable. The gold standard method
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of objective verification of verbal reports of adverse reactions to foods is seen to be 
the DBPCFC method, however even this has its limitations in diagnosing food 
intolerance.
Finally, despite the limitations in the research studies in interpreting the results, it is 
noteworthy that there appears to be a large difference in prevalence figures of food 
intolerance according to whether self-perceived food intolerance is measured or 
whether objective tests are implemented in studies. This discrepancy may in part be 
explained by the limitations of diagnostic tools and the methodological shortcomings 
of existing research studies. It may also in part be explained as suggesting the 
existence of underlying mechanisms of food intolerance that are not yet fully 
understood and cannot be tested for. However, this discrepancy, coupled with the 
controversy surrounding food intolerance in terms of its unknown aetiology and 
complex symptomatology, has led to a large amount of scepticism in the medical 
profession concerning the existence of food intolerance. This scepticism has 
opened up a role for psychology in attempting to understand further this health 
condition and it is to the psychological literature that the following Chapter shall turn.
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CHAPTER 2 - FOOD INTOLERANCE AND PSYCHOLOGY
2.1 Overview
To date there is only limited research exploring the psychological aspects of food 
intolerance. The literature review in this Chapter will first examine research that has 
investigated whether the perception of food intolerance could be due to a false 
perception or alternatively be an interpretation of psychological illness. However, it 
is noted that a focus on attempting to disprove the existence of food intolerance will 
not help in understanding and managing the condition, and may undermine the 
patient’s experience. The literature review will then turn to health psychology 
theories that may be applied to food intolerance to enhance understanding. The 
potential parallels between food intolerance and other syndromes involving 
medically unexplained symptoms (such as chronic fatigue syndrome and irritable 
bowel syndrome) will be considered. Following this, the discussion will review 
research and theories regarding symptom perception (particularly in terms of factors 
that may mediate the perception of symptoms such as mood, social factors and 
cognitions), illness beliefs, with a focus on Leventhal’s self-regulatory model, and 
coping behaviour. Finally the literature review will consider the effect of food 
intolerance symptoms on individuals’ lives and the impact of symptom experience 
on individuals’ health.
At the end of this Chapter there will be a consideration of the importance of studying 
food intolerance, and the way in which this thesis will attempt to contribute to the 
understanding of food intolerance. This will involve a discussion concerning mixed 
methods research, and briefly detail how the thesis will be set out.
2.2 Food intolerance as a false perception
Researchers have suggested that self-reported food allergy and food intolerance 
reactions may be ‘all in the mind’. Pearson, Rix and Bentley, (1983) asserted that 
‘pseudo food allergy’ reflected underlying psychiatric problems, and that individuals
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were wrongly attributing psychosomatic symptoms to food. They further suggested 
that individuals were misled by increasing reports in the media concerning 
symptoms attributable to food allergy, and that many individuals self-diagnosed their 
food allergy from ‘popular books’. Pearson et al.’s assertions were based on the 
findings of a study they conducted with colleagues which compared a group of 
individuals attending a food allergy clinic with a group of psychiatric out-patients (Rix 
et al., 1984). They found that the two groups were very similar, both in terms of 
general characteristics and of psychiatric symptoms, and suggested that perceived 
food allergy may be the expression of neurotic symptoms of an underlying 
psychiatric disorder. However, it should be noted that the sample size in this study 
was very small (n = 23) and taken from a specialist allergy clinic, and therefore was 
not representative of the wider population.
Other studies have also investigated whether psychological factors may play a role 
in perceived adverse reactions to food. Parker et al. (1991) supported the findings 
of Rix et al. (1984) in a Canadian study also conducted in an allergy clinic. Parker et 
al. compared individuals having confirmed allergic reactions with individuals having 
unconfirmed reactions. They found that participants with unconfirmed reactions 
demonstrated higher hypochondriasis, hysteria, somatisation and symptom distress 
than those with confirmed reactions. Parker et al. noted that the differences may 
indicate psychiatric disorder or an underlying physiological illness. The findings of 
this study should be treated cautiously as again it involved an allergy clinic sample, 
and small groups (each around n = 20). Furthermore a DBPCFC procedure was 
used in this study, but with very small amounts of test foods administered. It is 
therefore unlikely that food intolerance reactions would have been invoked.
Peveler et al.’s (1996) community study did not find support for the suggestion that 
psychiatric symptoms were linked to perceived food intolerance. Their study found 
that individuals that attributed their symptoms to food intolerance showed 
significantly lower levels of mood disturbance and psychological impairment than 
those attributing their symptoms to stress or bowel disorders. This study involved a 
larger, more representative sample. Peveler et al. further suggested that patients 
who attended specialist allergy clinics are different from those in the general 
population who report adverse reactions to food. It may be that these attendees 
have more mood disturbance and interpret the impact of their symptoms as more 
severe.
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Knibb et al. (1999a) also conducted a community survey to investigate whether 
individuals reporting adverse reactions to food experienced increased psychological 
distress. They found that both men and women reporting perceived food intolerance 
reported higher levels of neuroticism than those not reporting perceived food 
intolerance. Furthermore, their results revealed that women also reported higher 
levels of somatic symptoms, anxiety and depression than women not reporting 
perceived food intolerance. However, they note that both the low response rate and 
predominantly white European respondent group should be taken into account in 
interpreting the results.
It is important to note that all of the studies discussed above have employed a 
cross-sectional design. Therefore, in the cases where psychiatric illness or 
psychological symptoms have been linked to reports of food allergy or intolerance, it 
is not possible to infer causality. It may be that the psychological symptoms 
reported are secondary to the adverse food reactions. It may also be that perceived 
prolonged, medically-unexplained symptoms could be linked to increased 
psychological distress, and not that it is these underlying symptoms that are being 
perceived as food intolerance.
In addition to studies considering relationships between psychiatric illness and 
misperceptions of adverse reactions to foods, other research has begun to consider 
different psychological perspectives that could further explain the high prevalence of 
self-perceived adverse reactions to foods. Shepherd (2006) discusses the potential 
role of the ‘availability heuristic’ in influencing the public's perceptions of their risk of 
food allergies/intolerances. The ‘availability heuristic’ originally proposed by Tversky 
and Kahnemann (1974) suggests that frequently repeated information is more 
readily available to people and is perceived as more likely to occur. Shepherd 
asserts that if applied to the food allergy/food intolerance literature it could be 
argued that the increasing prevalence of media attention received by this topic 
means that food allergies are likely to be seen as more common by individuals and 
that they may in turn perceive a greater risk that they will experience it. This may 
have a bias on their perceptions if they experience medically unexplained 
symptoms, and mean that they are more likely to attribute them to adverse reactions 
to food. Shepherd suggests that researching risk perceptions with regard to food 
allergies may be a fruitful area of research in furthering understanding of this 
phenomenon. Other research considering cognitive approaches to food intolerance
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includes the work conducted by Knibb et al. (1999b), considering whether 
implausible accounts of food intolerance could be linked to memory systems. They 
investigated whether accounts of perceived food intolerance could be linked to 
episodic memory (actual autobiographical accounts) or semantic memory (based on 
learned knowledge/facts).
In summary, some evidence has suggested links between psychological disturbance 
and unconfirmed, self-reported adverse reactions to foods. However, the studies 
have limitations in terms of small and unrepresentative samples. Their method for 
confirming reactions to foods can also be called into question. Again, it should be 
noted that studies do not clearly define the types of reactions considered to be food 
intolerance and food allergy, and the evidence must be considered in this light.
As seen above, research has looked at psychology and food intolerance in terms of 
psychiatric disturbance, cognitive processing biases or false memories. The 
underlying theoretical perspective has been to disprove the existence of food 
intolerance by proving that individuals are mistaken in their perceptions, or by 
proving that individuals perceiving food intolerance have underlying psychiatric 
disorders and that food intolerance is one interpretation of their neurotic symptoms. 
This approach is not uncommon in illnesses which are of unclear organic origins 
(such as chronic fatigue syndrome, chronic pain, etc.), as the assumption is that lack 
of proof of existence is indicative of non existence (Barker, 2002; Cooper, 1997; 
Hudson & Pope, 1989).
Although this theoretical perspective is a useful addition to the debate about the 
nature of food intolerance, it is less useful in terms of the management of people 
whose experiences seem ‘real’ to them, and could even be detrimental to offering 
appropriate treatment to those experiencing unexplained physical symptoms. It is 
therefore important to consider psychological theories and perspectives that may 
offer insight into food intolerance and its accompanying illness beliefs, behaviour 
and potential treatment. To date the research on the psychology of food intolerance 
has been mainly limited to exploring the notion of false perceptions. However, there 
are a number of other psychological constructs and theories that can be used to 
promote a better understanding of the psychology of food intolerance. These will 
now be considered.
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The symptoms of food intolerance are extremely varied and there is no symptom set 
that defines food intolerance (see Chapter 1). The symptoms are subjectively 
perceived and are not necessarily visible to others. Therefore, it is of relevance to 
consider the psychological literature surrounding perception of symptoms, as food 
intolerance can be considered the perception of a collection of symptoms.
As has been observed several times in the literature review so far, the research 
evidence concerning food intolerance is limited. Therefore, in order to further 
psychological understanding of food intolerance, parallel research literatures will be 
drawn upon. The unexplained and controversial nature of food intolerance suggests 
that parallels may be able to be established between food intolerance and other 
refuted or controversial health conditions that are also characterised by medically 
unexplained symptoms. Of particular relevance to food intolerance is literature 
concerning Functional Somatic Syndromes.
Functional Somatic Syndromes (FSS) is a collective term for syndromes such as 
chronic fatigue syndrome, fibromyalgia, irritable bowel syndrome, premenstrual 
syndrome and many others which are made up of medically unexplained symptoms, 
that is, they have no identified underlying medical pathology. (Mayou & Farmer,
2002) Medically unexplained symptoms are commonly seen in Primary Care (Katon 
& Walker, 1998), and if these symptoms cause enough interference in a patient’s 
daily life they can lead to a diagnosis of one of the FSSs. Many of the FSSs have 
defined diagnostic criteria, whilst others are less clearly defined (e.g. 
hyperventilation syndrome) or are controversial and not yet widely accepted as 
legitimate syndromes (e.g. multiple chemical sensitivity) (Manu, 1998; 2004).
There is an ongoing debate as to whether FSSs could be the result of one 
underlying syndrome, or whether each syndrome is discrete in its own right (Manu, 
1998; Nimnuan, Rabe-Hesketh, Wessely & Hotopf, 2001; Robbins, Kirmayer & 
Hemami, 1997). This is based on the overlap of symptoms between syndromes. 
Research has suggested that patients diagnosed with FSS often also meet 
diagnostic criteria for other FSSs (Aaron & Buchwald, 2001). A recent review 
conducted by Wessely et al. (1999) found that eight of the definitions for a FSS 
included as part of their core symptoms bloating, abdominal distension or headache, 
and six also contained fatigue.
2 .3  F o o d  i n t o l e r a n c e  a n d  f u n c t i o n a l  s o m a t i c  s y n d r o m e s
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It could be suggested that food intolerance is comparable with functional somatic 
syndromes in that it stems from medically unexplained symptoms, it is not well 
defined or easily diagnosed, and patients presenting with symptoms may well meet 
diagnostic criteria for another FSS. Therefore, the following discussion will draw on 
some examples from research concerning FSS. However, from a psychological 
perspective all symptoms and related health conditions, whether or not they have 
been labelled as FSS, have a psychological component in terms of their experience 
and impact. As a result, to further our understanding of food intolerance, the FSS 
literature will not be relied upon exclusively, but research concerning other health 
conditions will be considered. In particular, the following Section will focus on 
theories of symptom perception, illness cognitions, self-regulation, and coping as 
theories relevant to food intolerance.
2.4 Psychological constructs that can be applied to food intolerance
The discussion so far has explored food intolerance and the literature concerning 
whether it can be explained as false perception or psychological illness, and the 
previous Section has linked food intolerance to Functional Somatic Syndromes, 
suggesting that in part this may be a useful literature to draw upon. The discussion 
will now turn towards health psychology theories that have not yet been applied to 
food intolerance, but which may be relevant to offering some insight into this largely 
unexplored health condition.
2.4.1 Symptom perception and mediating factors
The way in which individuals perceive and interpret symptoms varies from one 
individual to the next. Psychological research has demonstrated that symptom 
perception can be influenced by many factors such as mood, cognitions and an 
individual’s cultural background.
i) Symptom perception and m ood
Research studies have found links between mood and symptoms. For example, 
Salovey and Birnbaum’s (1989) experimental research revealed that individuals in a 
negative mood condition reported more physical symptoms than individuals in a 
positive mood condition. Numerous other research studies have reported a positive 
relationship between negative affectivity and somatic complaints (Watson &
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Pennebaker, 1989; Mora, Halm, Leventhal & Ceric, 2007). Furthermore, the specific 
investigation of links between mood and symptoms in patients reporting medically 
unexplained symptoms has found positive relationships between symptom reporting 
and levels of depression and anxiety. Henningsen, Zimmerman and Sattel (2003) 
conducted a meta-analytic review and found that in all four functional somatic 
syndromes reviewed (irritable bowel syndrome, non ulcer dyspepsia, fibromyalgia 
and chronic fatigue syndrome) higher levels of anxiety and depression were found 
compared to healthy controls and individuals with medically explained symptoms. 
Their findings did not indicate a causal pathway as to whether mood caused 
symptoms or symptoms caused mood, but the finding that higher levels of 
depression and anxiety were reported in individuals with medically unexplained 
symptoms in comparison to those with medical disorders of known organic 
pathology, suggests that it was not the pain of the symptoms themselves that had 
the psychological consequences of anxiety and depression. This does not however 
rule out the possible relationship between the unknown nature of the symptoms and 
the influence that this may have on mood or the suggestion that functional somatic 
syndromes may be an interpretation of psychological distress. But, it can be 
asserted that a correlation between medically unexplained symptoms and mood is 
consistently found.
ii) Sym ptom  perception and cognitions
Research has also suggested that there are cognitive factors, such as 
attention/distraction and expectations, which can mediate the symptom perception 
experience (Pennebaker, 2000). Early work conducted by Pennebaker and Epstein 
(1983) has suggested that there are differences in symptom perception in 
individuals who pay more attention to their bodies (are internally focused) than 
individuals who do not. Pennebaker and Epstein found that individuals who were 
more internally focused were more likely to be sensitive to changes in their body, 
and overestimate symptoms (in this case changes in their heart rate), than 
individuals who were externally focused. This finding has not been consistent, as 
other research has demonstrated a negative relationship between being internally 
focused and estimation of symptom change, i.e. participants who reported an 
increased awareness of their heart, were significantly more likely to underestimate 
changes in their heart rate (Kohlmann et al., 2001). This research evidence
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suggests that there may be a relationship between internal focusing and perception 
of changes in symptoms, but that this perception is not necessarily more accurate.
Other research also suggests that individuals’ expectations may also influence how 
they interpret symptoms. Experimental research involving the manipulation of 
women’s expectations concerning the start of their menstruation has been 
particularly influential in this area (McFarland, Ross & DeCourville, 1989; Ruble, 
1977). This research has suggested that women expecting to experience symptoms 
report symptoms more intensely, compared to those not expecting to experience 
symptoms, who show an increased likelihood of ignoring symptoms.
iii) Symptom perception and environmental factors
Environmental factors are not central to this review, but it is worthwhile to note 
briefly that cultural and social factors can play a role in symptom perception. Cross- 
cultural research has demonstrated differences in types of symptoms reported in 
different cultures, for example, whereas headaches are commonly reported in 
America and Western Europe, they are rarely reported in Chinese culture (Ziegler, 
1990). Furthermore, there is some research evidence to suggest that an under- 
stimulating environment is linked to an increased awareness/reporting of symptoms 
(Pennebaker & Lightner, 1980), as individuals do not have other environmental 
stimulation to divert their attention away from internal sensations.
The above research evidence suggests that psychological research has identified 
certain mood, cognitive and environmental factors that may influence or mediate the 
initial perception of symptoms, and it may therefore be useful to consider whether 
factors such as mood are related to reports of symptom perception in individuals 
reporting food intolerance. However, at the heart of symptom perception and illness 
beliefs in health psychology is Leventhal et al.’s Self-Regulatory Model (SRM) 
(Leventhal, Nerenz & Steele, 1984), which has attempted to provide a more 
comprehensive framework to explain individuals’ experiences of illness and their 
subsequent behaviours and illness outcomes. This framework has received much 
research attention, and it is to this model and supporting research that this 
discussion will now turn.
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Leventhal’s SRM (also known as the Common Sense Model) (Leventhal, Nerenz & 
Steele, 1984) of illness cognition and behaviour demonstrates the links between an 
individual’s beliefs about an illness, and their subsequent illness/coping behaviours. 
The model uses the term self-regulation as it is concerned primarily with the goals 
that an individual sets themselves, and the individual’s ongoing process of 
monitoring their own behaviour in progressing towards those goals. The model 
assumes that an individual is motivated to maintain a sense of status quo. In the 
event of perception of a health threat, the model posits that the individual will 
attempt to regain equilibrium through coping strategies, and that these will be 
continually appraised and refined until the equilibrium is restored.
The self-regulation model includes illness representations which are beliefs or 
cognitions that an individual has about illness. The illness representations are 
constructed on five dimensions: identity, cause, timeline, consequences, and 
cure/controllability. The identity dimension concerns an individual’s beliefs about the 
label/diagnosis for their illness, and the symptoms experienced. The cause 
dimension refers to beliefs about the causality of their illness. The timeline 
component concerns how long an individual believes their illness will last, and the 
consequences component refers to the expectations that an individual has 
concerning the impact that their illness will have on different domains of their life 
(physical, social, and psychological well-being). Lastly, the cure/controllability 
dimension refers to the beliefs that an individual has concerning the extent to which 
their illness is controllable and curable through medication or behaviour.
As can be seen in Figure 2.1, initially a stimulus is perceived by an individual (e.g. 
symptoms or information about illness) which triggers the illness representations 
that an individual has stored in their memory. This then determines how an 
individual will manage their illness (coping strategies), which is followed by an 
appraisal of their illness management strategy outcomes (coping strategy 
outcomes). The appraisal concerns the success of controlling or reducing the 
illness which can then lead to alterations of illness representations (e.g. how 
controllable the illness is) and modifications to coping behaviours (e.g. changing 
coping behaviours if previous behaviours were unsuccessful).
2 .4 .2  S e lf - re g u la to ry  m o d e l
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The lower level of the model acknowledges the role of emotional responses to 
symptoms and illness representations (e.g. fear, worry, and distress). The 
emotional responses prompt strategies to cope with them and control them. Again 
this leads to appraisal in which the individual evaluates the efficacy of the coping 
behaviours in achieving emotional control and again this informs subsequent 
strategies to obtain emotional control.
Figure 2.1 Leventhal’s self-regulation model of illness cognition and behaviour
Adapted from Leventhal et al. (1980)
Many research studies have produced support for the SRM. This model has been 
found to be important not just in understanding how individuals perceive their illness, 
but also in predicting coping behaviour and in predicting health outcomes (Hagger & 
Orbell, 2003). The literature review in Section 2.4.4 will consider some of the 
research evidence that has supported the model, however, prior to this the following 
discussion will consider individuals’ coping behaviour, and how this had been 
suggested to be important in illness behaviours.
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According to Leventhal’s SRM, after people construct illness representations along 
the dimensions described above, they then develop a way of coping with their 
symptoms. There is a wealth of literature exploring different approaches to coping 
in terms of coping states (Gomez et al., 1999), traits (Scheier, Weintraub & Carver, 
1986; Miller & Mangan, 1983), or strategies (Lazarus, 1993). However, cutting 
across this literature are two main approaches which can be applied to food 
intolerance. These are ‘problem focused’ coping arid ‘emotion focused’ coping 
(Lazarus & Folkman, 1984).
i) Problem focused coping
Problem focused coping refers to the type of coping an individual employs when 
they attempt to change or confront a problem or challenge. This type of coping is 
accessible when an individual perceives that they are able to change the problem 
that they are facing (Lazarus & Folkman, 1984). Problem focused coping may 
involve coping strategies such as making plans of action, information seeking and 
confronting the problem directly. With regard to food intolerance, problem focused 
coping may involve behaviour such as attempting to identify culprit foods, seeing 
alternative practitioners, and seeking information about food intolerance.
ii) Emotion focused coping
Emotion focused coping refers to attempting to regulate emotions associated with a 
stressful event. Emotion focused coping is often employed in a situation in which a 
problem has no solution or possibility for the individual to control it. Lazarus and 
Folkman (1984) suggested that emotion focused coping could involve either 
behavioural or cognitive responses. A behavioural response would involve seeking 
social support, whereas a cognitive response would involve the individual altering 
the way they think about the stressful situation. Coping strategies which reflect 
emotion focused coping include self-control (attempting to regulate one’s feelings), 
attempting to distance oneself emotionally from the situation, trying to find positive 
meaning in the situation, accepting responsibility and one’s own role in the problem, 
and avoiding the problem, perhaps by engaging in behaviour such as taking drugs, 
or attempting not to think about the problem. Again, in applying this to food 
intolerance, an individual using emotion focused coping strategies may attempt to
2 .4 .3  C o p in g
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accept or come to terms with their symptoms rather than trying to alter them, or may 
attempt not to let their symptoms affect them emotionally.
Lazarus and Folkman (1984) suggested that both types of coping could be useful to 
an individual in a stressful situation. However, the nature of the stressful situation 
could also determine to some extent the type of coping strategy that may be 
employed. For example, in a situation in which something can be done to 
ameliorate the stress, then problem focused coping may be most adaptive; however, 
at times in which the situation cannot be changed, emotion focused coping may be 
more beneficial (Vitaliano et al., 1990). Coping behaviours have been investigated 
in numerous illnesses, and in many cases problem focused coping is associated 
with more adaptive outcomes than emotion focused coping (Ben-Zur, Gilbar & Lev, 
2001; Sanders-Dewey, Mullins & Chaney, 2001). For example, Beatty et al. (1998) 
published a study which considered coping in individuals with multiple sclerosis and 
found that emotion focused coping was related to higher reported levels of distress 
than problem focused coping.
This brief review has suggested that, in addition to individuals having different 
beliefs about their illnesses, they can also employ different management strategies 
to attempt to cope with their illnesses. The following part of this discussion will 
return to Leventhal’s model of illness representations which suggests that the way in 
which an individual thinks about their illness and symptoms is linked to the coping 
strategies that they employ, and their health outcomes. The review will also 
consider the research evidence that has found support for the different dimensions 
of illness cognitions, and examine research evidence that has suggested links 
between illness cognitions and outcomes. With regard to outcomes, there is 
research which has considered the link between illness cognitions and coping to 
determine whether individuals employ certain coping strategies in response to 
certain illness cognitions; furthermore, research has also considered the direct 
relationship between illness cognitions and health outcomes, such as physical 
functioning, emotional distress and adherence behaviours. It is particularly the 
relationship between illness cognitions and health outcomes that is of interest here, 
as this will be investigated with regard to predicting outcomes for patients attending 
a Primary Care food intolerance service (see Chapter 4).
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This review will now consider each illness cognition dimension in turn and then 
consider research which has linked illness cognitions to coping and also directly to 
outcome and suggest how these may relate to food intolerance. It should be noted 
that Weinman et al. (1996) developed a very influential measurement tool, the 
Illness Perception Questionnaire (IPQ) to measure the five dimensions of illness 
representations, which has been applied to numerous health conditions. This tool 
was also recently revised (Moss-Morris et al., 2002) to include an altered illness 
identity measure, and additional scales considering personal control, treatment 
control, cyclical timeline beliefs, and illness coherence (the extent to which an 
individual can make sense of their illness).
i) Illness identity
Returning to Leventhal’s SRM, and the illness representations that individuals are 
suggested to hold about their symptoms, will first lead to a consideration of the 
identity component of illness representations. As previously noted, identity refers to 
the diagnosis or label for an illness and the symptoms that are related to the illness. 
The label that an individual gives to their illness is very significant, as it is on the 
basis of this label that further illness representations are formed.
According to the SRM, it is suggested that when an individual first perceives 
symptoms they set about ascertaining a label or diagnosis for those symptoms to 
make sense of the illness experience. Bishop and Converse (1986) explain the 
process by which individuals attain a label for their symptoms. They suggest that all 
individuals hold prototype structures of illness, which are mental models of various 
conditions that hold sets of criteria and symptoms for that illness. Bishop and 
Converse propose that individuals base their illness identity beliefs on prototype 
structures. When an individual experiences symptoms, they evaluate how closely 
the symptoms relate to a certain illness prototype. If the symptom set matches with 
the prototype an illness label is easily accessible, however, if the symptoms do not 
match, the individual will have to search for an alternative diagnosis/label.
It is not always the case, however, that illnesses have discrete symptoms that 
identify a particular label, especially in the case of FSS, where labelling the 
symptoms may be made more complex by the overlap of symptoms between
2 .4 .4  S u p p o r t  fo r  L e v e n th a l’s  s e lf - r e g u la to ry  m o d e l
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conditions. Furthermore, for some illnesses, the same condition can present itself 
with different symptoms in different individuals (e.g. diabetes, chronic fatigue 
syndrome and irritable bowel syndrome) (Cameron & Moss-Morris, 2004). 
Research evidence has suggested that individuals report relief when they receive a 
diagnosis of an illness, as this often confirms the legitimacy of their illness, and 
provides them with a concrete label to deal with (find treatment etc.) (Ax, Gregg & 
Jones, 1997).
Illness identity is most commonly measured in research as the summation of self- 
reported symptoms, and the more symptoms an individual reports the stronger their 
illness identity is said to be (Hagger & Orbell, 2003). Individuals with FSSs (pelvic 
pain, chronic fatigue syndrome and irritable bowel syndrome) have been found to 
report a very high number of somatic symptoms associated with their illness in 
comparison to individuals with other illnesses with identified medical pathology 
(Gomborone et al., 1995; Weinman et al., 1996). This could be explained by 
Leventhal et al.’s (1997) concept of symmetry, where a patient identifies a label for 
their symptom set, and then looks for symptoms that are also consistent with that 
label, and therefore may end up wrongly attributing ambiguous symptoms to their 
illness. Patients with FSS have also been found to have a tendency to attribute 
symptoms to physical causes rather than to psychological causes (Butler, Chalder & 
Wessely, 2001).
As well as research demonstrating how patients identify an illness label, there is 
also evidence which links the importance of illness identity to subsequent coping 
behaviours. A study by Cameron, Leventhal and Leventhal (1995) found that 
individuals experiencing symptoms and seeking help reported as many symptoms 
as individuals experiencing symptoms and not seeking help. However, they found 
that those seeking help were significantly more likely to have a label for their 
symptoms. It seems that having an illness identity for symptoms experienced is 
linked to help-seeking, whereas not having a personal diagnosis could be said to 
hinder/prevent help-seeking (Cameron & Moss-Morris, 2004).
Furthermore, Hagger and Orbell (2003) in their meta-analytic review of illness 
representations, coping and outcomes conclude that a strong illness identity is 
associated with poorer psychological and physical functioning, and higher perceived 
consequences of illness. Scharloo et al. (1998; 2000) have conducted research with
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patients with rheumatoid arthritis and psoriasis and found that that illness identity 
explained the most overall variance in illness outcomes.
ii) Causai beliefs
The second dimension in Leventhal’s SRM illness representations concerns the 
causai beliefs that individuals hold about the origin of their symptoms. 
Understanding the causes of symptoms can be an important aspect for individuals in 
making sense of their illness experience. Research suggests that there are 
differences in the extent to which individuals are interested in identifying a cause for 
their illness. For example, research concerning women’s causal attributions for 
breast cancer revealed that over 95% of patients had strong beliefs about what had 
caused their illness (Taylor, Lichtman & Wood, 1984). However, other research 
such as that by Sissons Joshi (1995) reported that over one third of diabetes 
patients did not have causal attributions for their illness and did not think that it was 
necessary or helpful to have them. Therefore, the importance of developing causal 
attributions seems to be different for different illness experiences.
Michela and Wood (1986) suggested that common causal attributions for illness are 
heredity, the environment, fate, chance, and an individual’s own character and 
actions. Stress is also a commonly reported perceived cause of illness, with 
research demonstrating links between causal attributions of stress and diabetes 
(Hampson, 1997), rheumatoid arthritis and multiple sclerosis (Moss-Morris et al.,
2002). The concept of causality is also central to a number of other related 
psychological theories. For example, Taylor (1983) developed the cognitive 
adaptation theory of coping following interviews with women who had been 
diagnosed with breast cancer. From her analysis she concluded that central to their 
coping process was an analysis of the cause of the problem and the question Why 
me?’. She reported that the women needed to find a cause for their breast cancer 
and identified a range of factors including pollution, radiation or being hit in the 
breast by a frisbee. Understanding the cause of their problem enabled the women 
to develop an illusion, therefore making their problem seem more controllable, ln a 
similar vein, Blaxter (1983) also explored how women made sense of illnesses and 
also highlighted the need to identify causality.
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The focus on causality is also central to attribution theory, which was originally 
described by Heider (1958). Weiner (1986) later developed this approach and 
suggested that causal attributions could be constructed in different ways. Firstly he 
differentiated between internal and external attributions, where an individual 
attributes causes either to something within themself or to something in the external 
environment. Secondly, Weiner suggested that causal attributions could be 
constructed in different ways in terms of their stability, so that someone making a 
stable attribution would consider this to be an ongoing unchangeable cause, versus 
an unstable (more changeable) cause. Finally, causal attributions were considered 
in terms of their controllability or the extent to which the individuals saw the cause as 
within their control. Weiner asserted that these aspects of causal beliefs were 
associated with coping strategies and emotional adjustment.
Research has supported the proposition that causal attributions that are external 
and uncontrollable (blame someone else, and see illness as outside of own control) 
are associated with poor adjustment to illness (Taylor et al., 1984). Furthermore, 
stable and uncontrollable causal attributions have also been linked with poor 
psychological outcomes in illness, and coping through use of avoidance strategies. 
However, holding internal, unstable and controllable attributions about the cause of 
illness has been linked to better adjustment to illness and the use of problem and 
emotion focused coping strategies (Roesch & Weiner, 2001). Cameron and Moss- 
Morris (2004) suggest that it may be that these attributions are also linked to beliefs 
about being able to control illness. They provide the example that an individual’s 
making internal, unstable and controllable attributions for their heart disease, such 
as a high fat diet, alongside the belief that your illness is not curable or controllable 
may lead to feelings of self-blame, guilt and poor psychological well-being.
With regard to FSS, the challenge with constructed causal explanations is that the 
underlying causes of these illnesses are unknown, and often hugely debated by 
health professionals. Research suggests that patients with FSS report negative 
feelings from medical consultations, where they have felt that their GP has not 
believed them, and has suggested that their symptoms are imaginary, or stemming 
from psychological illness. Patients reported feeling that the doctors did not 
acknowledge the extent of the severity of their symptoms, due to negative test 
results (Peters et al., 1998). However, of crucial importance is the reality of the
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symptoms to the patient and therefore so is the importance of understanding the 
cause (for the patient).
Research has shown that patients with FSS often believe that they have a serious 
physical disease (Gomborone et al., 1995), and have complex models of the causes 
of their illness, often including a biological explanation (e.g. virus, immune system 
damage) (Peters et al., 1998; Moss-Morris & Petrie, 2001). Furthermore, any 
inclusion of psychosocial factors in illness explanation in FSS patients, tend to be 
external (family/job stress) and are significantly less likely to be internal (my own 
behaviour/own emotional state) than the causal attributions of patients with 
diagnosed depression or medical illness (Moss-Morris, 1997; Moss-Morris & Petrie, 
2001).
It is interesting to note that Peters et al.’s (1998) research provides a sense that, 
despite patients with medically unexplained illnesses reporting causal beliefs about 
their illness, they have not achieved a fully adequate and believable explanation for 
themselves that can provide answers as to treatment and cure for their illnesses, 
and they continue to search for this.
In terms of the links between causal beliefs and outcomes, Affleck, Tennen, Croog 
and Levine (1987) found that individuals attributing heart attacks to stress had 
poorer outcomes at eight years than those not making stress attributions. 
Furthermore, blaming another person for the heart attack was linked to increased 
likelihood that the individual would suffer another heart attack. Also, studies 
concerning patients with chronic fatigue syndrome have found that physical causal 
attributions are associated with poorer health outcomes (Chalder, Power & Wessely, 
1996; Wilson etal., 1994).
iii) Timeline
The third type of illness representation that individuals may hold with regard to their 
illness is beliefs about timeline, that is, the perceived duration of the illness. 
Leventhal suggests that illness timeline is usually constructed in one of three ways -  
acute, cyclical or chronic (Leventhal et al., 1984). It is suggested that, when 
individuals first experience symptoms, they are most likely to think of them in acute 
terms -  as the majority of our previous experiences of illnesses are of acute
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episodes in childhood (colds, flu, mumps etc) (Leventhal, Brissette & Leventhal,
2003). However, in the face of ongoing symptoms, patients may adapt their 
timelines and view their symptoms over the long term.
Studies have found that belief in a chronic timeline of illness is generally positively 
correlated with illness identity. Therefore, having a strong illness identity (high 
number of symptoms) is strongly related to having a belief that the illness is 
ongoing. Research concerning individuals with FSS suggests that these individuals 
often hold illness beliefs that their condition is chronic or cyclical (Peters et al., 1998, 
Weinman et al., 1996). In particular, individuals with chronic fatigue syndrome have 
been found to report cyclical timelines, which has been suggested to relate to their 
beliefs about the consequences of pushing themselves, as patients reported beliefs 
that pushing themselves would lead to an exacerbation of their illness. Therefore, 
the patients’ illness beliefs about timeline seem to be linked to beliefs about 
consequences, i.e. their condition is chronic and cycles through exacerbations and 
remissions (Petrie, Moss-Morris & Weinman, 1995).
The illness beliefs that an individual holds about the timeline of their illness has been 
found to be linked to treatment adherence and illness outcomes. For example, 
research concerning the use of asthma medication found that there was poorer 
adherence to the use of the preventative medication in patients who held beliefs that 
their asthma was cyclical rather than chronic. This is likely to be because they did 
not see a need for ongoing preventative medication, as they did not see their illness 
as chronic (Horne & Weinman, 2002).
With regard to illness outcomes, research has shown that believing that symptoms 
are acute can have protective health effects. For example, Petrie and Weinman 
(1996) found that after controlling for severity of myocardial infection, patients that 
believed that their illness was acute rather than chronic were more likely to return to 
work within six weeks post Ml. Studies have consistently stated that reporting a 
chronic illness timeline is negatively related to health outcomes (Hagger & Orbell, 
2003; Heijmans & de Ridder, 1998; Vaughan, Morrison & Miller, 2003).
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The consequences dimension of illness representations refers to the consequences 
(physical, social and emotional) an individual believes their illness will have on their 
life. Generally, illnesses that are seen to have a chronic time line, are also seen to 
have serious consequences (Moss-Morris et al., 2002). The perceived 
consequences of an illness do not necessarily reflect the medical profession’s 
perceptions of severity. There are illnesses that the medical profession may regard 
as having serious consequences, that patients may not view in the same way, such 
as diabetes; furthermore, there are illnesses such as chronic fatigue syndrome, and 
fibromyalgia that the medical profession may not regard as serious or life 
threatening, but that the consequences of which are perceived as serious by the 
patient (Moss-Morris & Petrie, 2001).
Research evidence has revealed that patients with diabetes that is not well- 
controlled may not experience many symptoms for their illness and may not 
perceive serious consequences of their illness (Gonder-Frederick & Cox, 1991). 
However, the medical profession often regards this illness as a ‘silent killer’, as poor 
control of the illness can lead to very serious health consequences such as 
blindness, renal failure and even death. It is suggested that, as the consequences 
of their illness are long term, it may be that they seem abstract to patients (Cameron 
& Moss-Morris, 2004). Furthermore, studies have reported that patients with chronic 
fatigue syndrome and fibromyalgia were more likely to report a greater impact of 
their illness on their lives than individuals with other medical illnesses (e.g. diabetes, 
rheumatoid arthritis) (Robbins, Kirmayer & Kapusta, 1990; Weinman et al., 1996). 
Stuifbergen et al. (2006) noted in their study that patients with fibromyalgia reported 
the consequences of their illness to be more serious than patients with multiple 
sclerosis did in another comparable study (Vaughan, Morrison & Miller, 2003).
Beliefs about illness consequences have also been found to be a predictor of illness 
outcome. For example, in a longitudinal study conducted by Scharloo et al. (1999) 
they found that patients with rheumatoid arthritis who believed that their illness had 
adverse consequences reported more visits to the outpatient clinic as well as 
increased tiredness and anxiety as opposed to patients who did not focus on the 
adverse consequences of their illness. Furthermore, research has suggested that 
beliefs in the serious consequences of taking part in activity in chronic fatigue
iv) C o n seq u en ces
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syndrome patients has been related to higher levels of disability and fatigue (Petrie, 
Moss-Morris & Weinman, 1995).
v) Cure/controllability
The final dimension of illness representation, the cure/controllability dimension 
concerns the perceptions that patients hold with regard to the curability and 
controllability of their illness. Studies have shown that patients’ illness identity 
beliefs are often strongly negatively related to their cure/control beliefs. Therefore, a 
patient with a strong illness identity (highly symptomatic) would be more likely to 
report low beliefs in their ability to control or cure their illness (Hagger & Orbell,
2003).
Patients’ beliefs about the curability/controllability of their illness have been linked to 
their coping behaviours. For example, research considering patients who had 
recently experienced myocardial infarction found that attendance at rehabilitation 
programmes was related to a belief that the illness was curable and controllable 
(Petrie & Weinman, 1996). Furthermore, research concerning patients with chronic 
fatigue syndrome found that believing their illness was not controllable was linked to 
passive coping, such as cognitive and behavioural avoidance (Moss-Morris et al., 
1996). It is suggested that high beliefs of control in patients with chronic illness are 
linked to better outcomes both psychological and functional (Orbell et al., 1998; 
Hagger & Orbell, 2003; Shillitoe & Christie, 1990). Hagger and Orbell (2003) 
suggest people may feel empowered by having a sense of control over their illness, 
and that this may relate to them reporting more positive outcomes, although they 
note that they have made this assertion based on cross-sectional data, and 
therefore the causal relationship cannot be confirmed.
Moss-Morris et al. (2002) recently separated control into two aspects -  personal 
control and treatment control. Personal control refers to the belief that one’s own 
behaviour will control the illness and treatment control refers to the belief that the 
treatment will be effective in controlling the illness. They suggest that high levels of 
personal control may be linked to employing lifestyle changes, whereas high 
degrees of treatment control may predict improved adherence to treatments. 
However, they assert that further research is required to establish the relationships 
between personal and treatment control and coping behaviours/health outcomes.
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The concept of control is also central to other theoretical perspectives. For 
example, Taylor’s (1983) cognitive adaptation theory argues that people need to find 
mastery over their illness. In particular she suggests that, after identifying a cause 
of their illness, women with breast cancer develop a sense of mastery which 
involves a belief that they can control the illness and prevent it from reoccurring. 
Taylor, Lichtman & Wood (1984) further reported that individuals finding meaning in 
their illness experience were better able to make an emotional adjustment than 
individuals who did not have this perception. The importance of control also finds 
parallels in models of stress and coping, with theories suggesting that, following a 
stressor, people either cope by controlling the stressor or by controlling their 
response to it (Lazarus & Folkman, 1984), which is reflected in the distinction 
between problem focused and emotion focused coping.
vi) Sense o f coherence
As noted at the beginning of Section 2.4.4, illness coherence is an additional 
concept that is becoming increasingly important in the self-regulation theory 
literature (Antonovsky, 1993; Moss-Morris et al., 2002). Illness coherence refers to 
the extent to which an individual can make sense of their illness experience. As 
Leventhal, Weinman, Leventhal and Phillips (2008) recently asserted “self-regulation 
theory would hypothesize that coherence between illness and treatment 
representations arises when the actions taken to manage an illness are seen  as  
congruent with the treatment representation, that is, that they are perceived to be 
effective treatments” (p. 489). Research such as that of Ross, Walker and MacLeod 
(2004) has found support for the importance of coherence between illness 
representations and treatment representations. In their study involving patients with 
hypertension, Ross et al. found that patients who believed that their treatment could 
control their hypertension reported increased coherence and belief that their 
treatment had been effective. Patients are less likely to engage in treatments that 
are not coherent with their illness perceptions, for example Weinman et al. (2000) 
reported that individuals that had experienced heart attacks and attributed it to too 
much activity, were less likely to engage in recommended exercise regimens 
following their heart attacks than individuals who did not hold this attribution.
In brief, it appears that in addition to the role that illness representations may have 
for coping and outcome behaviours, it also seems likely that coherence between
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illness representations and treatment options may have a part to play in patient 
outcomes. The function of coherence between illness representations and 
treatment may be regarded as particularly interesting in medically unexplained 
illnesses, and will be considered in this thesis with regard to food intolerance.
vii) Illness representations sum m arised
The above literature review has found evidence to support the role of illness 
cognitions as conceptually distinct entities and also as factors that may have an 
influence on coping with illness and illness outcomes.
With regard to relationships between the dimensions, it appears that research 
evidence has found that if an individual perceives a strong illness identity, this is 
positively related to consequences and belief in a chronic illness timeline, and is 
negatively related to belief in controllability of illness. However, a weak illness 
identity is related to belief in a less chronic timeline, a higher degree of control over 
the illness and less serious consequences of illness.
Concerning research considering coping and illness outcomes, it appears that 
illness identity is an important part of the illness process and that strong illness 
identity (highly symptomatic) has been linked to maladaptive outcomes. 
Furthermore, beliefs that an illness has a chronic timeline, serious consequences 
and is not controllable/curable are linked to poorer psychological and physical 
functioning.
Weinman and Petrie (1997) suggest that an understanding of illness perceptions 
could make great contributions to psychosomatic illness, as the majority of research 
concentrates on either identifying psychological factors that may be deemed 
responsible for the illness, or considering the impact of the illness on psychological 
well-being. However, illness perceptions allow researchers to take into account 
individuals’ beliefs and models of their illness, and may expand our understanding of 
illnesses with limited biological explanations. As has been seen, there is wealth of 
literature concerning illness perceptions in various medically unexplained symptoms, 
and the intervention study in Chapter 4 in this thesis will consider illness perceptions 
with regard to food intolerance, and health outcomes.
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The psychological theories concerning symptom perception and illness behaviours 
have not yet been applied to food intolerance. However, the existing literature has 
revealed that these theories are helpful in understanding medically unexplained 
symptoms and may therefore have some utility in furthering understanding of food 
intolerance. In particular, in line with other medically unexplained syndromes, the 
symptoms of food intolerance are often vague and indiscrete and are therefore open 
to the influence of psychological factors. Therefore, it could be suggested that initial 
perception of symptoms attributed to food may be mediated by numerous factors 
such as mood, cognitions and environmental factors. Furthermore, Leventhal’s self- 
regulatory model would suggest that, having perceived symptoms, individuals will 
form other illness cognitions around the five dimensions of identity, timeline, cause, 
cure/control and consequences. Although all these dimensions are of relevance to 
food intolerance, some dimensions may be more pertinent than others. In particular, 
central to food intolerance, would be the notion of identity. Individuals need to 
decide the nature and cause of their problem in order to determine how to manage 
their symptoms. For those with food intolerance, this is problematic until they have 
identified a culprit food. Therefore, the identity component of their illness 
representations may well be unclear.
2.4.5 Self-regulation and the interrelationship between constructs
There are therefore a number of psychological theories and constructs that can be 
applied to understand food intolerance including symptom perception, illness 
cognitions and coping. One framework for exploring these constructs is Leventhal’s 
self-regulatory model which describes how these constructs interrelate. In particular 
the model argues that the relationship between these constructs is dynamic rather 
than linear, with the perception of symptoms being both influenced by and 
influencing illness cognitions and coping. This is particularly relevant to the 
symptoms of food intolerance, as symptoms such as tiredness, headaches and 
stomach problems will be influenced by how a person makes sense of them, which 
will in turn influence their perceived severity and frequency.
However, it is also important to note that there are also several constructs which cut 
across the different components of the model. The first is the notion of causality, 
which is deemed central to both illness cognitions, but is also part of the coping 
process. Therefore, an individual’s ideas about the cause of their illness may be
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considered a part of their illness representations, but it may also be that they employ 
the coping strategy of attempting to find a cause for their illness, to make sense of 
their illness. The second is control, which again may be conceptualised as an 
illness cognition, but may also be central to how a person copes, i.e. they attempt to 
gain control over their illness/symptoms or to gain emotional control. Finally, the 
notions of normality, equilibrium or the status quo are also core to all dimensions of 
the model. For example, illness representations are seen as self-regulatory with 
people developing cognitions which enable them to re-establish a sense of a normal 
familiar self. Similarly, coping is generally seen as a process which aims to regulate 
a sense of self and promote a feeling of equilibrium. In terms of food intolerance, 
therefore, these different psychological constructs can be used to promote a better 
understanding of the symptoms of food intolerance and people’s reactions to them. 
However, such constructs are best understood as existing in a dynamic fluid 
relationship with each other, rather than existing in a linear causal pattern.
2.5 The impact of food intolerance
The literature review will now turn towards the psychological research concerning 
the impact that food intolerance has on individuals’ lives. This is a further essential 
part of gaining a fuller understanding of food intolerance, and yet is a part of 
research that can be easily overlooked in attempts to quantify and explain illnesses 
with medically unclear origins. There is, perhaps unsurprisingly, very little known 
from a psychosocial perspective about the impact of living with food intolerance. 
Only a few studies to date have investigated the impact of perceived food 
intolerance on daily life and those that have done so have been quantitative studies 
(Peveler et al., 1996; Knibb et al., 2000).
Peveler et al. (1996) reported the results of a questionnaire-based community study 
which was conducted as part of Young et al.’s (1994) population study. Their results 
revealed that around 12% of their sample (n = 273) of individuals with perceived 
food intolerance reported a moderate or great effect of symptoms on their everyday 
life (such as daily work routine, social life, eating out, physical activity, etc.). The 
authors argued that their percentages were broadly similar to those of individuals 
with insulin-dependent diabetes and to population norms. However, these 
comparisons are likely to under-represent the differences, as the comparison groups 
were not groups of the population without food intolerance. It is likely that there
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were individuals in the comparison groups with perceived food intolerance and that 
the differences between the groups would therefore be reduced. It should also be 
noted that, in this study, the term 'food intolerance’ refers to all food allergy and 
intolerance reactions.
Knibb et al. (2000) also conducted a study which considered the impact of perceived 
food intolerance on welfare, lifestyle and dietary practices in a community sample. 
Their study compared a group of individuals (n = 300) with perceived food 
intolerance who were interviewed using a highly structured interview schedule, with 
a control group of individuals who did not report adverse reactions to food (non­
perceived food intolerance) and who were sent a questionnaire (n = 529). Their 
results revealed that 46% of individuals with perceived food intolerance reported 
having taken some time off work due to food related symptoms. However only 11% 
of those working at the time of the survey (n = 105) reported absenteeism from work 
in the previous twelve months due to food related illness. In terms of effects of the 
financial costs of perceived food intolerance, 5% of individuals reported an 
increased cost in their diet due to having to purchase substitute foods (e.g. soya 
milk, gluten free foods). With regard to lifestyle, the study showed that 17% of 
individuals felt that their adverse symptoms to food had an effect on their lifestyle. 
Knibb et al. did not report numerical data but commented that individuals reporting 
gastrointestinal symptoms were more likely to stay at home and not want to travel; 
individuals with joint symptoms reported lower levels of activity, and adults with skin 
conditions reported less involvement in sporting activities.
The results of these two studies would suggest that food intolerance does not have 
a substantial impact on the lives of individuals who experience it. However, there 
are various limitations to these studies which should be noted. Firstly, both studies 
used the term ‘food intolerance’ to include all adverse reactions to food -  both food 
allergy and food intolerance. Secondly, both of these studies took quantitative 
approaches to their data collection which involved areas of focus being generated 
by the researcher rather than the participant. Knibb et al. (2000) did conduct 
interviews with their participants, but these were used to generate frequency data in 
order to draw comparisons with the self-report questionnaire data collected from 
non-perceived food intolerant participants.
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In contrast to these studies, a recent report published by Allergy U.K. (‘Stolen Lives 
-  The impact of food allergies and food intolerances on people’s lives in the U.K. 
today’, 2007) provides survey and anecdotal evidence that suggests that food 
allergy and intolerance has a significant negative impact on people’s lives. The 
report revealed that 55% of the sample (n = 5,200) reported taking time off work or 
school due to their symptoms, and that three quarters of the sample felt that their 
symptoms affected their social life. Furthermore, with regard to help-seeking, 26% 
of the sample reported not having visited their GP with their symptoms and 67% 
reported that they felt their GP did not understand their food problems.
It should be noted that again these survey results reflect responses from both food 
allergy and food intolerance sufferers and that the survey was conducted by Allergy 
U.K., so the sample may represent a more severely affected proportion of the 
population. However, this survey does suggest that adverse reactions to food can 
have serious consequences for individuals’ lives and that this is a topic worthy of 
further investigation.
In investigating the impact of illness on individuals’ lives psychological research 
often turns toward the concept of ‘Quality of Life’. Quality of Life can be understood 
as satisfaction with one’s life, and one domain of this is Health-Related Quality of 
Life (HRQoL), which pertains to an individual’s perceptions of their health. Although 
there are numerous definitions and conceptualisations of HRQoL, it can broadly be 
split into three domains; physical, psychological and social. A key aspect of HRQoL 
is that the same degree of objectively measured clinical impairment of an illness is 
likely to have different consequences for individuals, as they will vary in their 
tolerance of symptoms and subjective perceptions of illness.
The measurement of HRQoL for health conditions has become increasing popular in 
health psychology, and is used both to measure the impact of illnesses on 
individuals’ lives and is often employed in intervention studies as an outcome 
measure. Both disease specific and generic HRQoL instruments have been 
developed. Generic measures allow comparisons between illnesses, whereas 
disease specific measures do not allow comparisons, but are tailored to an illness 
and therefore likely to be more responsive measures.
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The concept of QoL has been applied to many health conditions, although, with 
regard to adverse reactions to food, it has only been considered with reference to 
individuals with food allergy. For example, Primeau et al. (2000) reported that daily 
life is disrupted to a greater extent in individuals with peanut allergy than individuals 
with rheumatic disease. Furthermore, Markiund et al. (2004) found that females 
reporting food allergy reported significantly worse bodily pain, general health and 
social functioning than individuals with other allergy-like conditions.
These studies, although somewhat limited in their scope, all suggest that food 
allergy can have some impact on quality of life. At the time this thesis began there 
was very limited research concerning the consequences of food allergy/food 
intolerance for quality of life. However, a large multidisciplinary and multicentre 
European project ‘EuroPrevall’ (www.EuroprevaII.org) has since been funded with 
the aim of investigating the “prevalence, cost and basis o f food allergy, and to 
improve quality o f life for food allergic people” (de Blok et al., 2007). This project is 
concerned with the impact of food allergy in terms of both social and economic 
impact, and the impact that food allergy may have on HRQoL, and will contribute 
greatly to understanding concerning implications of food allergy for sufferers’ lives. 
However, the dearth of literature concerning QoL for individuals experiencing food 
intolerance suggests that this is an area worthy of further consideration.
In summary, despite the controversy and scepticism surrounding food intolerance, 
the research described above suggests that, in terms of the individual’s experience, 
adverse reactions to food can have consequences for the lives of sufferers. The 
degree to which individuals are impacted is difficult to ascertain as the research 
evidence in existence is patchy and has its own complexities. However, anecdotal 
evidence in the form of a recent report from Allergy U.K. certainly suggests that food 
intolerance has a more severe impact for individuals that might otherwise be 
suggested from the psychological research. This review highlights the need for 
further research in this area to examine the impact of food intolerance for patients’ 
lives, both in a qualitative and quantitative manner. In particular, it could be 
suggested that the food intolerance evidence base would benefit from an in-depth 
consideration of patients’ experiences of food intolerance.
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2.6 Towards an understanding of food intolerance and the focus of this 
thesis
The literature review in these introductory Chapters has so far demonstrated that, 
despite the large amount of controversy surrounding food intolerance, it is of interest 
to health psychologists for various reasons. Firstly, food intolerance is a very under­
researched area in psychology; studies have been mainly concerned with 
prevalence rates, and with attempting to verify accounts of the reported existence of 
food intolerance. However, as an illness with unexplained organic origins, 
individuals’ symptom perceptions, coping and illness behaviours are of increasing 
interest as a way of gaining an understanding of this phenomenon. Secondly, 
prevalence studies so far suggest that there is a high self-perceived prevalence of 
food intolerance, high levels of self-diagnosis and dietary management and low 
levels of help-seeking from health professionals. Research has further reported that 
dietary changes may result in nutritionally deficient diets which may lead to further 
health problems. This suggests that there is a need for services/interventions to 
offer individuals sound dietary guidance as an alternative to self-management.
The literature review has highlighted several areas which would benefit from further 
research to elaborate understanding of food intolerance. Firstly, the existing 
prevalence studies concerning food intolerance have many limitations concerning 
definitions of adverse reactions to foods, and the samples used. Research would 
benefit from an updated picture of the self-perceived prevalence of adverse 
reactions to foods, using clear definitions and a representative sample. Secondly, 
the literature review highlighted the lack of services available for individuals 
experiencing symptoms associated with food and the high levels of self­
management reported. An exploratory intervention based in Primary Care may 
provide some practical help for individuals experiencing food related symptoms. 
Furthermore, there may be some benefit to applying health psychology models of 
symptom perception and illness behaviour to food intolerance to enhance 
understanding. In particular it would be of interest to consider whether illness 
perceptions and mood may provide further insight into how individuals with food 
intolerance conceptualise their symptoms, and whether any factors are related to 
positive health outcomes following intervention.
Finally, the literature review demonstrated that there is limited research considering 
the experience of individuals with food intolerance symptoms. This type of research
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question lends itself in particular to qualitative methods, which have also not been 
employed within the area of food intolerance. Therefore a qualitative consideration 
of food intolerance experiences would seem to befitting.
This thesis will address these identified areas with four research studies, and will 
use a mixed methods approach to the research.
i) Study 1 - The prevalence o f food intolerance
The first study will employ a cross-sectional postal questionnaire design to 
investigate the perceived prevalence of food intolerance and food allergy in a 
community sample.
ii) S tudy 2 - Development and evaluation o fa  clinic intervention
The second study will involve the evaluation of an exploratory Primary Care-based 
food intolerance clinic service set up for patients experiencing symptoms that they 
attribute to food. The intervention will take place over a maximum of five weeks, 
and will be evaluated with regard to patient health outcomes at multiple time points. 
Furthermore, this study will consider whether illness perceptions have a role in 
predicting clinic outcomes.
iii) S tudy 3 - Experiences o f food intolerance
The third study in this thesis will employ an interview design to ask patients about 
their experiences of living with food intolerance and seeking help for their symptoms.
iv) Study 4 - The p rocess o f sym ptom  change
The final study in this thesis will employ an interview design to gain further 
understanding of the clinic process and the process of symptom change, but from 
the perspective of the patient. This study will be used to consider whether any 
particular parts of the clinic process were identified as valuable from the patients’ 
perspective.
As noted above, this thesis will employ a mixed methods approach to attempt to 
provide a comprehensive study of this relatively novel area of research.
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The use of mixed methods in this thesis means that both qualitative and quantitative 
methods will be employed to consider the research questions. The combination of 
qualitative and quantitative methods is a much debated area in psychology that is 
worthy of further consideration.
The quantitative perspective is based on the scientific/positivist paradigm and is the 
dominant perspective in psychology. The quantitative method is concerned with 
objective knowledge which is obtained through precise measurement and controlled 
environments that reduce variability (Bowling, 1997; Johnson & Onwuegbuzie,
2004). The qualitative approach is based on an interpretive/constructionist 
methodology and asserts that all knowledge is ‘subjective’ and shaped by socio­
cultural experiences. This approach would argue that the scientific method can be 
used to observe physical processes in the natural world, but is not suitable for 
understanding humans and their behaviour, as the control of surroundings is 
artificial and does not reflect the natural habitats in which behaviours occur (Jones, 
2007; Yardley & Bishop, 2007).
Some researchers assert that using both qualitative and quantitative methods within 
the same research study is problematic as they differ in terms of their fundamental 
principles and perspectives (Smith & Heshusius, 1986). However, there is also the 
argument that a more pragmatic framework to research should be taken to 
encompass both qualitative and quantitative methods. Yardley and Bishop (2007) 
argue that the differences between qualitative and quantitative methods have 
become exaggerated, and assert that, rather than concentrating on the paradigm 
divide, it is more useful to ensure that the questions asked in the research are 
answered using the most appropriate research tools and methods available.
Pope and Mays (1995) suggest that, rather than being seen as ‘opposing traditions’, 
qualitative and quantitative methods could be combined to complement each other. 
They further assert that qualitative research enables an insight into areas that 
quantitative methods cannot reach. In their influential British Medical Journal 
publication Pope and Mays outline three key ways in which qualitative research can 
complement quantitative research. Firstly they suggest that qualitative research can 
be conducted prior to quantitative studies to provide an initial understanding or 
insight into an area, on which further quantitative exploration can be based.
2 .7  M ix e d  m e t h o d s
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Secondly they suggest that qualitative methods can be used in addition to 
quantitative methods in a triangulation approach, in which results are compared to 
look for convergence. Thirdly, they support the use of qualitative methods as a way 
of exploring complex phenomena, such as behaviours, attitudes and interactions, 
and areas less accessible to quantitative research.
Whereas quantitative methods in randomised controlled trials are seen as the gold 
standard in understanding the effectiveness of medical interventions, the situation is 
different for complex interventions (Grypdonck, 2006). In the case of complex 
interventions, the value of mixed methods in their design and evaluation has been 
acknowledged (Pope & Mays, 1995; Campbell et al., 2000; Yardley & Bishop 2007). 
It is suggested that, whereas the quantitative trial can evaluate the interventions 
efficacy, a qualitative study can be used to gain further insights into the way in which 
the intervention worked or did not work, and why.
Yardley and Bishop (2007) assert that the key aim of both quantitative and 
qualitative research should be to produce coherent, convincing research in a 
manner that is sensitive to context and to have real importance at a theoretical or 
practical level. This thesis aims to employ a mixed methods approach with the 
overall aim of enhancing understanding of a complex and diverse area of research, 
and to ensure that this research has a practical purpose and applicability to real life. 
There will be four interrelated studies reported in this thesis, which will each have 
separate aims that will be carried out using the most appropriate research tool. 
Regarding the balance of research design, the thesis will incorporate a slightly larger 
portion of quantitative research. This will involve two separate quantitative studies; 
the first will involve a cross-sectional postal questionnaire-based design and the 
second quantitative study will employ a prospective questionnaire-based design as 
a way of evaluating an intervention. The qualitative research will be conducted 
following the quantitative studies, and will involve one set of interviews and a 
phenomenological analysis. The qualitative research will be reported in two 
separate parts, the first part will involve the analysis of accounts of experienced of 
food intolerance, the second part will involve the analysis of accounts of processes 
of symptom change.
Although the thesis takes a mixed methods approach, each of the studies will be 
reported in a separate Chapter and, therefore, to acknowledge that the findings may
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be drawn together, a ‘composite analysis’ will be included in the final discussion 
Chapter of the thesis. Yardley and Bishop (2007) suggest that “a composite 
analysis may be a useful way o f describing how the findings from different 
methodological approaches can be integrated in a manner that respects their unique 
characteristics and thus exploits their potential to yield complementary insights. The 
term ‘com posite’ analysis recognises that the analysis is com posed o f independent 
parts, but that the whole is greater that the sum o f these parts.” (p. 358). It is hoped 
that a combination of methods will allow greater understanding. However, it is noted 
that although these perspectives are being conducted together to complement each 
other, it may be that the findings do not converge (Yardley & Bishop, 2007).
2.8 Layout of thesis
The overall aim of this thesis is to further psychological understanding with regard to 
food intolerance in a Primary Care setting. The studies discussed above will be laid 
out in the following way:
i) Chapter 3 - The prevalence o f food intolerance
The first study presented in this thesis will be a prevalence study using a community 
sample. This study will attempt to consider food allergy and food intolerance 
reactions separately. This postal questionnaire study will also consider the need for 
a Primary Care service for individuals experiencing symptoms thought to be 
indicative of food intolerance. This will set the scene for the second study in this 
thesis - the evaluation of a Primary Care-based food intolerance clinic.
ii) Chapter 4 -  Development and evaluation o fa  clinic intervention
The second study in this thesis aims to develop and implement a Primary Care 
service to attempt to fill this gap. This study will consider whether individuals report 
symptom and health improvements whilst attending the clinic, and consider whether 
factors such as illness cognitions, demographics and mood can be used to predict 
whether patients report positive outcomes.
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iii) Chapter 5 - Experiences of food intolerance
The third study in this thesis will consider from a phenomenological perspective 
individuals’ experiences of food intolerance prior to attending the food intolerance 
clinic. Furthermore, it will be interested in gaining an understanding of individuals’ 
help-seeking experiences.
iv) Chapter 6 - The process o f sym ptom  change
The fourth study in this thesis will report the findings from the interviews with 
patients concerning their experiences of symptom change whilst attending the food 
intolerance clinic.
v) Chapter 7 - Discussion
The final Chapter will discuss the findings from each of the four studies in 
combination. It will also discuss the implications that the findings will have both 
theoretically and practically, as well as proposing areas for further research.
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CHAPTER 3 - THE PREVALENCE OF FOOD INTOLERANCE
3.1 Overview
This Chapter will present the first study in this thesis. The overall aim of the first 
study is to gain an understanding of the prevalence of perceived food allergy and 
food intolerance in a community sample. This study will consider whether food 
allergy and food intolerance reactions can be distinguished and consider symptom 
reporting, culprit foods, and help-seeking behaviours in both food allergy and food 
intolerance. This study will also consider the demand for a Primary Care-based 
food intolerance service as a foundation for the following study which will involve 
delivering and evaluating a service situated in Primary Care. Based on a thorough 
review of the previous literature in this area, this Chapter will begin by considering 
the weaknesses of previous research, and the ways in which this study could 
contribute to knowledge in this area. The method and results of this postal 
questionnaire study will be presented, followed by a discussion of the strengths and 
limitations of this study and the implications that this research has for both the 
following study in this thesis and for furthering our understanding of food intolerance.
3.2 Background
The literature review in Chapter 1 discussed and examined the existing prevalence 
studies of food intolerance. This review highlighted that there were very few U.K.- 
based studies in this area, and that the most recent of those had been conducted 
nearly 15 years ago (Young et al., 1994). Furthermore, in considering additional 
studies conducted in both other European countries and America, it became clear 
that all of the prevalence studies had numerous limitations. The limitations of these 
studies included the types of samples used (often non-representative), and the lack 
of definitions of allergy and intolerance being employed. Also, the review of different 
studies demonstrated that there was a large degree of variation in the way questions 
were designed to investigate whether an individual perceived themselves as food 
allergic/intolerant. For example, Burr and Merrett (1983) asked individuals whether
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any foods made them ill, Bender and Matthews (1981) asked whether individuals 
avoided foods, and their reasons for this, and Young et al. (1994) asked individuals 
to link symptoms they experienced to foods that they ate. The only study that asked 
individuals directly about whether they perceived themselves to have an adverse 
reaction to food was Altman and Chiaramonte (1997), who asked whether anyone in 
the household experienced a food allergy. It is noted that many studies asked 
individuals whether they avoid foods, or whether foods make them III, and did not 
directly ask if the individual perceived themselves to have a ‘food allergy’ or ‘food 
intolerance’. These terms are now widely used in lay language (Ispano et al., 1998) 
and it may therefore be of benefit to use this terminology in a prevalence study. It 
could also be argued that the questions used to establish prevalence of adverse 
reactions to foods were indirect and may have introduced biases to the studies. For 
example, it may be the case than an. Individual perceives him/herself to have an 
adverse reaction to food, but does not choose to avoid that food at all times, and 
therefore would not be able to provide a clear answer to a question concerning 
whether they avoided a food. In addition, asking individuals to link foods to 
symptoms may mean that people who suspect that they have a food intolerance, but 
have not clearly established the causal pathway, will not be able to answer the 
questionnaire accurately. These limitations suggest that there may be value in 
attempting to measure individuals’ perceptions by asking direct questions 
concerning food allergy and intolerance, such as ‘Do you think that you have a food 
allergy/intolerance?’
The present study aims to address some of the limitations of previous research 
studies in this area in conducting a prevalence study of adverse reactions to food. 
Firstly, this study will involve a random community sample with the aim of producing 
a representative sample of patients affiliated with four G P  practices. In the second 
place, the present study will also clearly define the terminology used both 
theoretically in presentation of the results, and from a practical viewpoint in the 
questionnaire itself. The questionnaire used in this research will employ direct 
questions to ascertain individuals’ perceptions of food allergy and intolerance, rather 
than making inferences regarding food allergy and food intolerance reactions from 
indirect questions about food avoidance, or links between symptoms and foods. 
Furthermore, rather than considering all adverse reactions to food collectively, an 
attempt will be made to differentiate between perceived food allergy and food 
intolerance reactions by providing definitions of these terms in the questionnaire. In
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this respect this study is providing a valuable advance in this field by trying to 
implement the theoretical underpinnings of the EAACI (Bruijnzeel-Koomen et al.,
1995) definitions and introduce a more practical stance of differentiating between 
allergy and intolerance from a symptom presentation perspective (Brostoff & 
Gamlin, 1998) in terms of severity of symptoms and latency of reactions.
It is important to note that this study will rely on self-report measures rather than 
conducting objective verification of self-report through DBPCFCs. Although it is 
argued that these procedures are-the gold standard method of diagnosis of adverse 
food reactions (Bindslev-Jensen et al., 2004), these will not be employed in this 
research for several reasons. From a practical viewpoint, D B P C F C s  are expensive 
and time-consuming to conduct and must be conducted in a hospital setting. They 
often also only represent the few individuals who agree to take part in the laborious 
procedure. In addition, it can be difficult to measure delayed-onset symptoms 
reliably and to measure the full range of foods that individuals report experiencing 
reactions to. The diverse nature of symptom constellations and the delay in 
symptom occurrence makes objective measurement of food intolerance very 
challenging. However, the key reason that this study chose to rely on self-reported 
prevalence figures of allergy and intolerance is that this is an interesting 
phenomenon in itself. If an individual perce ives themself to be allergic or intolerant 
this may lead them to food avoidance and dietary changes that may be unsound 
nutritionally (McGowan & Gibney, 1993). The perception of food intolerance or food 
allergy and the related experience of symptoms are also the foundation for the 
majority of consultations in Primary Care.
In addition to evaluating the prevalence of perceived food allergy and food 
intolerance, this study will also examine whether there are any characteristics that 
can be linked with individuals reporting food allergy and food intolerance compared 
to those not reporting food allergy and food intolerance. Previous research has 
found an over-representation of w o men reporting perceived food intolerance (for 
example, Knibb et al., 2000). This study will consider gender, as well as links 
between other demographic variables (age, ethnicity, educational attainment) and 
perceived adverse reactions to food.
A  further purpose of this study as noted in the introduction is to map the area of food 
intolerance and lay foundations for the following study in this thesis which will
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involve setting up and evaluating a food intolerance clinic service in Primary Care. 
This study will enable an insight into the communities within which this service will 
be delivered. In particular it will consider the level of self-reported help-seeking in 
perceived food intolerance groups. This research will enable a view on the level of 
individuals reporting food avoidance and whether individuals have sought help from 
a health professional. Previous studies suggest that individuals report low levels of 
help-seeking and employ their own dietary changes (Young et al., 1994). If this 
study finds further evidence of high self-reported food avoidance, and low levels of 
help-seeking, this will provide further evidence for the need for a Primary Care 
service with dietary advice.
3.3 A i m s
The aims of this study were to:
• Establish the prevalence of perceived food allergy (FA) and perceived food 
intolerance (FI)
• Consider whether individuals who reported food allergy or food intolerance were 
different, in terms of demographic factors, to individuals who did not report food 
allergy or food intolerance
• Describe the types of culprit foods identified by individuals with food allergy and 
food intolerance, and to examine help-seeking behaviours (food avoidance, 
testing for allergy/intolerance, seeking advice from health professionals)
• Examine whether there were any differences between individuals who reported 
food allergy and food intolerance in terms of their demographics, reported 
symptoms, food avoidance behaviours and testing for allergy/intolerance
• Determine the potential uptake of a Primary Care food intolerance service
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3.4 Method
3.4.1 Design
A  self-report questionnaire about symptoms and perceptions of food allergy and 
food intolerance was designed and sent out to a random sample of patients from 
four G P  surgeries in the U.K. (Glasgow, Birmingham, South London and Norfolk).
3.4.2 Participants
Four U.K. G P  surgeries were selected in four different geographical locations: White 
Inch in Glasgow, Woodgate Valley in Birmingham, Kennington in South London and 
Heacham in Norfolk. The surgeries were identified to obtain a spread of urban and 
rural locations, and to obtain a representative sample of the U.K. population in terms 
of ethnicity. The participants that were sent the questionnaire were a randomly 
selected 2 0 %  sample (over 16 years old) from each G P  surgery.
Questionnaires were sent to a total of 6,440 patients, and were returned by 2,479 
(38.5%) patients. Of the returned questionnaires, 2,384 (37%) were eligible for 
statistical analyses. The response rate of the four practices is reported in more 
detail in Section 3.5.2 of the results. The final sample comprised 41.7% male and 
58.3% female respondents, with a mean age of 51.6 years. The sample 
demographics are described in detail in Sections 3.5.3 and 3.5.4.
3.4.3 Measures
A  questionnaire was designed to collect data about the perceived prevalence of food 
allergy and food intolerance. The questionnaire was named the ‘Food Sensitivity 
Questionnaire (FSQ) (see Appendix 1) and included the following components:
i) P reva len ce  o f  p e r c e iv e d  fo o d  a llerg y  a n d  fo o d  in to leran ce
In order to attempt to differentiate between food allergy and food intolerance the 
questionnaire made a distinction between food allergy and food intolerance, and 
asked individuals to classify themselves. Both a definition of food allergy and food 
intolerance were provided on the questionnaire, and then respondents were asked if 
they thought that they were allergic to foods and if they thought they were intolerant 
to any foods. Respondents were required to answer ‘Yes’ or ‘A/o’ by ticking the
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appropriate box. The phrase ‘Do you think you are allergic/intolerant?’ was used to 
encourage people to respond based on their perceptions rather than having a 
particular medical diagnosis (e.g. ‘Do you have a food intolerance?1).
The definitions employed in the questionnaire were based on existing patient 
literature that differentiates between food allergy and food intolerance (Allergy U.K., 
2007). Although there is likely to be cross-over between symptoms of allergy and 
intolerance, the definitions provided on the questionnaire aimed to provide the 
respondent with a clear distinction to categorise their reactions. The definitions 
were designed to differentiate between food allergy and food intolerance on two 
dimensions; immediacy of reaction and severity of reaction (Brostoff & Gamlin, 
1998). Therefore, food allergy was defined as a reaction that follows on immediately 
from ingesting food and is often quite severe (and can be life threatening) and food 
intolerance was defined as reactions that frequently have a less immediate onset 
following ingestion of food, and also that the symptoms and reaction to the food are 
less severe (are not life threatening) than a food allergy.
ii) D em o g ra p h y rela ting  to  fo o d  a llerg y  a n d  fo o d  in to leran ce
The questionnaire asked respondents for demographic information, specifically their 
age, sex, ethnicity and highest educational qualification. To collect ethnicity data the 
questionnaire asked respondents to tick a box that best described their ethnic group. 
The response categories for this question were adapted from the Office of National 
Statistics Publication ‘Ethnic Group Statistics' (2003). Furthermore, respondents 
were asked to indicate their highest education qualification from a list of 5 categories 
(Degree or degree equivalent and above; Higher Education to less than degree level 
(e.g. HND); ‘A ’ level/Scottish HigherA/ocational level 3 and equivalent; ‘O ’ 
level/GCSEA/ocational level 2 and equivalent; No qualifications). These categories 
were adapted from the Office of National Statistics recommendations (2005).
For the purposes of chi-square analysis, the data for both education and ethnicity 
were collapsed into two categories. For educational status the data were 
categorised into 'Higher education’ (including ‘degree’ and ‘higher education to less 
than degree’) and ‘School education’ (including ‘A  level and equivalent1, G C S E  and 
equivalent’ and ‘none’). The ethnicity categories were split into ‘W hite’ and 'Non- 
W hite’ (mc\u6\ng ‘Mixed, ‘Asian’, ‘Black’, ‘Chinese’, and ‘Other’).
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The first question asked individuals whether they experienced various health 
symptoms because of eating food. A list of thirteen health symptoms was provided 
and respondents were required to tick as many as applied to them. The list of 
symptoms was adapted from Brostoff and Gamlin’s (1998) main symptoms of food 
intolerance and food allergy. For the purposes of this questionnaire, Brostoff and 
Gamlin’s symptom list of food intolerance was categorised into groups, according to 
similar sorts of symptoms e.g. vomiting, nausea, and stomach ulcers were combined 
to form a category of stomach symptoms (see Table 3.1 for categories). The 
following common allergy symptoms also from Brostoff and Gamlin were added to 
the symptom list in the questionnaire: chest symptoms (wheezing, breathlessness), 
anaphylactic shock, mouth (swollen lips, tongue), skin reactions (eczema, rash, 
itching), eyes/nose (e.g. itchy, running/blocked).
iii) Symptoms experienced in response to food
Table 3.1 Food intolerance symptoms included in the questionnaire
C o m m o n  symptoms List of symptoms included in the questionnaire
Headache
Migraine
Headache/migraine
Fatigue Tiredness
Depression/anxiety Mood symptoms (depression/anxiety)
Recurrent mouth ulcers Recurrent mouth ulcers
Vomiting
Nausea
Stomach ulcers
Stomach symptoms (e.g. vomiting, 
nausea, stomach ulcer)
Duodenal ulcers
Diarrhoea
Irritable bowel syndrome 
Constipation
Bowel symptoms (e.g. diarrhoea, 
constipation, bloating)
Wind, bloating
Joint pain 
Aching muscles
Aching muscles/joint pain
Oedema (water retention) Water retention (swollen hands/feet)
Adapted from Brostoff and Gamlin, 1998
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iv) Foods linked to food allergy and food intolerance
a) Food allergy
The questionnaire also investigated which foods individuals thought they were 
allergic and intolerant to. If an individual categorised themselves as being allergic to 
food, they were then asked to identify which foods they thought they were allergic to. 
A  list of eight of the most commonly identified foods in food allergy was provided 
(The Big 8’); peanuts, other nuts, egg, shellfish, wheat, soya, milk, and fish. 
Respondents were asked to tick all that apply, and were also given an ‘other’ 
category, to specify any foods not listed on the questionnaire that they experienced 
allergic reactions to. As food allergy reactions usually occur soon after the food has 
been eaten people are often able to identify the culprit food.
b) Food intolerance
Similarly, if individuals classified themselves as having an intolerance to food, the 
questionnaire asked which food groups they thought they were intolerant to. 
Respondents were given a choice of nine food groups (grains, dairy, meat, fish, 
nuts/seeds, vegetables, fruit, herbs/spices, and drinks) to which they were asked to 
tick all that applied. There was also an ‘other’ option where individuals could identify 
any other foods that were not listed. The food group response option was chosen, 
as many diverse foods are associated with food intolerance (Brostoff & Gamlin, 
1998). Due to the often delayed nature of symptoms associated with food 
intolerance, it can be very difficult for individuals to ascertain exactly which foods 
cause their symptoms. In addition, there is no short list of commonly identified foods 
as there is for food allergy.
v) F ood  a vo id a n ce
The questionnaire also asked respondents whether they usually avoided the food 
that caused their food allergy and food intolerance. These questions had a ‘Y es/N o’ 
response option.
vi) T estin g  for fo o d  a llerg y  a n d  fo o d  in to leran ce
Respondents were also asked if they had been tested for food allergy, and for food 
intolerance. These questions also had a ‘Y es/N o’ response format.
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vii) S ee in g  a health  p ro fe ss io n a l fo r  h elp  with fo o d  in to leran ce
The questionnaire asked participants whether they had seen any health 
professionals (GP, Practice Nurse, Dietician, Homeopath, Allergy Specialist, 
Nutritionist) about their food intolerance, and whether the person seen was helpful 
(‘N o/Som ew hat/Yes ’).
viii) L ikely u p ta k e  o f  s p e c ia l is e d  fo o d  in to leran ce s e r v ic e s  in Prim ary Care
In order to gain some information about the likely uptake of a food intolerance nurse- 
led clinic service, the questionnaire asked respondents whether they would be 
interested in attending a food intolerance clinic that was being set up in their G P  
surgery. The response format was a ‘Y es/N o’ tick box. Participants were also 
asked to provide their contact details if they indicated ‘Y es’ to this question.
3.4.4 Procedure
Ethical approval was obtained from the N H S  to conduct the research project at 
several sites. Following this, research and development approval was gained from 
each Primary Care Trust within which the four surgeries were located. The 
questionnaire was designed and piloted in the South London surgery. Patients 
visiting the surgery were asked to complete the questionnaire and feed back to the 
researcher. The final version of the questionnaire was then produced.
The questionnaire was sent to a 2 0 %  sample of patients from each of the practices 
(see random sampling procedure below). The questionnaires were individually 
coded and posted to the selected sample of patients from each General Practice. 
Each questionnaire was sent out in an envelope with a letter containing information 
about the study (see Appendix 2) and a freepost envelope with which to return the 
questionnaire. Four weeks after the initial mail out another copy of the 
questionnaire, a freepost envelope, and a reminder information letter (see Appendix 
3) were sent out to the participants who had not yet responded to the initial 
questionnaire. The purpose of the second mail-out was to improve response rates.
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i) R andom  sa m p lin g  p ro ce d u re
A  2 0 %  random sample of patients was selected from each of the G P  surgeries 
(Glasgow, Birmingham, South London and Norfolk). The sample was selected 
using the practice patient databases (EMIS - South London, Norfolk and 
Birmingham, and G P A Z  -  Glasgow), and included only patients aged 16 or over.
ii) S ta tis tica l a n a ly s is
The questionnaire data was then entered onto SPSS and statistical analyses were 
conducted initially to compare the respondents from the four practices in terms of 
their demographics. Following this, the data was merged to create a final sample. 
One-way ANOVAs, t-tests and chi-square tests were conducted to explore the data.
The alpha level was set at p <.01 due to multiple tests being conducted. Where 
significant results were found in the analyses, effect sizes were reported to indicate 
the strength of association. For t-tests, Pearson’s r was calculated to indicate effect 
size (Field, 2005), and for chi-square tests Cramer’s V  is reported, both using 
Cohen's (1988) criterion: r = .1,small effect; r = .3, medium effect; and r = .5, large 
effect.
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3.5 Results
3.5.1 Data analysis
In order to investigate the aims of the study the data were analysed to describe the 
following:
i) R e s p o n s e  ra te  (S ec tion  3.5.2)
The overall response rate and the response rates for each of the G P  surgeries were 
calculated and reasons for questionnaire exclusions were detailed.
ii) D em ograph ic  d iffe ren ces b e tw ee n  th e  re sp o n d e n ts  (S ec tio n  3.5.3)
As the questionnaires were sent to patients registered with four different surgeries, 
the data were initially explored to determine whether there were any similarities or 
differences in terms of demographics between those participants who responded to 
the questionnaire for each of the surgeries. The demographic data considered were 
age, gender, educational attainment, and ethnicity, which were analysed using one 
way ANOVAs, t-tests, and chi-squares. Additionally prevalence of perceived food 
allergy and food intolerance was considered for each surgery.
iii) C h a ra c teristics  o f  th e  w h o le  r e sp o n d e n t grou p  (S ec tio n  3.5.4)
Descriptive statistics were conducted to examine the demographics of the whole 
sample of respondents, including age, gender, educational attainment, and ethnicity. 
In addition, the symptom experience of the whole group of respondents was 
considered in terms of types and number of symptoms.
iv) P reva len ce  o f  p e r c e iv e d  fo o d  a llergy  a n d  fo o d  in to lera n ce  (S ec tion  3.5.5)
Descriptive statistics were calculated to show the number of respondents reporting 
perceived food allergy and perceived food intolerance.
v) C h a ra c teristics  o f  in d iv idu a ls rep o rtin g  fo o d  a llerg y  (S ec tion  3.5.6)
Statistics were conducted to describe respondents who reported having a food 
allergy (n = 377). Initially differences were investigated using chi-squares and t-
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tests between individuals reporting food allergy and those not reporting food allergy 
to investigate whether there were any differences in demographics (age, gender, 
educational attainment, and ethnicity). Following this, frequencies were calculated 
to describe the types of culprit foods identified by individuals perceiving food allergy 
as well as their food avoidance and allergy testing behaviours.
vi) C h a ra c teristics  o f  in d iv idu a ls rep o rtin g  fo o d  in to leran ce (S ec tion  3.5.7)
Statistics were then conducted to describe respondents who reported having a food 
intolerance (n = 734). Chi-squares and t-tests were again conducted to examine 
whether there were any differences in demographic variables between individuals 
who reported food intolerance and individuals who did not report food intolerance. 
Frequency data was also then calculated to consider the common food groups 
identified as culprits in food intolerance, and the degree to which individuals 
reported avoiding culprit foods, and having taken food intolerance tests.
vii) C om parison  o f  in d iv idu a ls rep o rtin g  fo o d  a llergy  o n ly  w ith in d iv idu als  
rep o rtin g  fo o d  in to leran ce o n ly  (S ec tio n  3.5.8)
The data was also explored to consider whether differences could be drawn 
between individuals who reported food allergy only and individuals who reported 
food intolerance only in terms of demographics, symptoms reported, food 
avoidance, and testing behaviours. In order to enable these comparisons the 
respondents were divided into four mutually exclusive categories: those who 
reported food allergy only, food intolerance only, neither food allergy nor food 
intolerance, and those who reported both food allergy and food intolerance. The 
comparisons were conducted using t-tests and chi-squares to investigate 
differences between the food allergy only and food intolerance only groups.
viii) D em an d for s p e c ia lis t  fo o d  in to leran ce  s e r v ic e  in P rim ary Care (S ection  
3.5.9)
Finally, descriptive statistics were calculated to consider the proportion of 
respondents that indicated an interest in attending a Primary Care food intolerance 
clinic.
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There was an overall response rate of 2,479 questionnaires (38.5%) from the four 
G P  surgeries. Table 3.2 shows the response rates for each of the surgeries. 
There was a particularly high response rate from the Norfolk practice (61.6%), which 
was over double the South London response rate. However the response rates 
from the Glasgow, Birmingham and South London Practices were similar (35.4%, 
33.6% and 29.7% respectively).
Table 3.2 Questionnaire response rate for the four GP surgeries
3.5.2 Response rate
issued
"
returns
n
(%)
Unusable
returns
n
<%)
Final returns
267 14 253
(35.4) (5.2) (33.5)
672 20 652
(33.6) (3.0) (32.6)
679 13 666
(29.7) (1.9) (29.1)
861 48 813
(61.6) (5.6) (58.2)
Glasgow
Birmingham
South
London
Norfolk
Totals
755
2,000
2,287
1,398
6,440 2,479
(38.5)
95
(3.8)
2,384
(37.0)
Of the returned questionnaires, 3.8% (95) of responses were not eligible for analysis 
(see Table 3.3 for details). The final sample for data analysis consisted of 2,384 
respondents, which gave an overall response rate of 37.0%.
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Table 3.3 Reasons for questionnaire exclusions
Reasc
Refused to complete - but returned questionnaire 34 (1.4)
Returned - never reached participant 31 (1.3)
Spoiled - unable to code 18 (0.7)
Not able to complete questionnaire (e.g. deceased, 12 (0.5)
medical condition)
Total 95 (3.8)
Preliminary analysis involved considering whether there were any differences in 
profile characteristics between the respondents from the four different practices. For 
the initial data analysis the groups of respondents who replied to each G P  surgery 
were considered as four separate groups (Glasgow, Birmingham, South London and 
Norfolk). Following consideration of respondent group differences, the data from all 
four practices were merged to create one final sample (n = 2,384), on which further 
analyses were conducted.
3.5.3 Demographic differences between the respondents
The data were analysed to assess the differences between the respondents from 
the four practices in terms of age, gender educational attainment, ethnicity, and 
reported food allergy and food intolerance. The analysis is reported in detailed 
tables in Appendix 4, however, for the purposes of brevity a summary paragraph will 
be reported here.
In terms of age, a one-way ANOVA, followed by post hoc t-tests revealed that the 
Norfolk respondents were found to be significantly older than the other three groups 
of respondents. It is noted that there was also very large response rate from the 
Norfolk practice in relation to the other three practices, this may in part be accounted 
for by the older age group in this sample. With regards to gender, a 2 x 4 chi-square 
test revealed a non-significant difference between the groups. Therefore, there 
were similar proportions of male and female respondents in each group. For all four 
groups there was a higher proportion of female (60%) than male (40%) respondents. 
Chi-square tests also revealed that the Norfolk respondents reported significantly
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lower educational attainment than respondents in the Glasgow, Birmingham and 
South. London samples. The analysis of ethnic group revealed that almost the 
entire Glasgow and Norfolk samples reported themselves to be white (with the 
exception of six respondents for each centre). However, the South London and 
Birmingham respondents reported more mixed ethnicities. Finally, in considering 
whether there were any differences between perceptions of food allergy and food 
intolerance, chi-square tests again revealed some differences between the 
respondent groups. For food allergy the only significant difference demonstrated 
that the Norfolk respondents reported significantly less food allergy than the 
respondents in South London. Furthermore, for food intolerance, the respondents in 
Norfolk were again found to report a lower prevalence of food intolerance than both 
Birmingham and South London. However effect sizes and significance levels close 
to .05 suggest that these differences were small and only just reached significance.
The analysis revealed that there were some differences between the four 
respondent groups, which may have been indicative of differences concerning the 
practice populations in the study. Nevertheless, there was insufficient ethnicity data 
collected by the surgeries at this time to enable a comparison. Although some 
differences were noted in the samples, the groups were merged to create one 
sample, as the overall aim was to consider the perceived prevalence of food allergy 
and food intolerance in a community sample of the U.K.
3.5.4 Characteristics of the whole respondent group
The final sample consisted of 2,384 respondents and is described in Table 3.4. The 
sample had a higher proportion of females than males. The age range of the 
sample was 16 to 98 years with a mean age of 51.6 years. The educational level of 
the respondents was varied, with 32.9% of those who responded to the question 
having a degree, and 28.5% reporting no qualifications. With regard to ethnicity, the 
majority of the sample were White (87.8%), with 6.0% reporting their ethnicity as 
Black/Black British, 2.0% as Asian/Asian British and 1.1% as Chinese. W h e n  
compared the U.K. population, this sample shows a slight over-representation of 
non-white ethnic groups. Census data from the Office of National Statistics (2001) 
reports that 92.1% of the U.K. population are White, 1.2% Mixed, 2.0% Black or 
Black British, 4.0% Asian or Asian British and 0.4% Chinese. Therefore this survey 
sample over-represents Black/Black British, and Chinese ethnic groups, but under­
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represents the proportion of Asian/Asian British individuals and people with mixed 
ethnic backgrounds.
Table 3.4 Demographics of the whole sample
Variable n (%)
Age
Mean 51.6
S D 19.09
Range 16-98
Gender
Male 969 (41.7)
Female 1,353 (58.3)
Education
Degree 707 (32.9)
Higher educ. < degree 218 (10.2)
‘A ’ level & equiv. 189 (8.8)
G C S E  level & equiv. 421 (19.6)
None 612 (28.5)
Ethnicity
White 2,022 (87.8)
Mixed 21 (0.9)
Asian 47 (2.0)
Black 137 (6.0)
Chinese 25 (1.1)
Other 50 (2.2)
Sample size = 2,384
Table 3.5 presents details of participants’ reported symptom experience. The table 
shows the number of respondents that experienced each of the listed symptoms. 
The most frequently reported symptoms in response to food were bowel symptoms, 
which were reported by 28.2% of respondents, followed by tiredness and stomach 
symptoms.
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Table 3.5 Frequency of reported symptoms
Rank Type of symptom n (%)
1 Bowel 673 (28.2)
2 Tiredness 374 (15.7)
3 Stomach 348 (14.6)
4 Headache/migraine 299 (12.5)
5 Skin reactions 271 (11.4)
6 Eye/nose 211 (8.9)
7 Mood 195 (8.2)
8 Joint pain/muscle aches 186 (7.8)
9 Water retention 152 (6.4)
10 Chest 146 (6.1)
11 Mouth 117 (4.9)
12 Mouth ulcers 110 (4.6)
13 Anaphylactic shock 17 (0.7)
With regard to the number of symptoms reported by respondents, half (50.4%) of 
the sample did not report any symptoms in response to food and 49.6% indicated 
that they experienced one or more of the listed symptoms (see Table 3.6). Almost 
2 0 %  of the sample reported having one of the listed symptoms in response to food.
Table 3.6 Number of symptoms reported
No. of sympto m s  n (%)
0 1,202 (50.4)
1 431 (18.1)
2 279 (11.7)
3 188 (7.9)
4 111 (4.7)
5 75 (3.1)
6 30 (1.3)
7 33 (1.4)
8 18 (0.8)
9-13 17 (0.7)
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In order to consider the prevalence of food allergy in the population, respondents 
were provided with a definition of food allergy and asked the question ‘Do you think 
you have a food allergy?’. In response to this question, 17.7% of respondents
indicated that they thought that they were allergic to a food (see Table 3.7).
Respondents were also provided with a definition of food intolerance and asked the 
question ‘Do you think you are intolerant to any foods?’ 33.5% of respondents
indicated that they had a food intolerance (also see Table 3.7).
3.5.5 Prevalence of perceived food allergy and food intolerance
Table 3.7 Prevalence of perceived food allergy and food intolerance
From this point forward the data analysis will consider firstly all respondents who 
indicated that they had a food allergy, and then all respondents from the whole 
sample who indicated that they had a food intolerance. Following this, the data will 
be split into mutually exclusive groups to enable a comparison between individuals 
reporting having ‘food allergy only’ and having ‘food intolerance only’.
3.5.6 Characteristics of individuals reporting food allergy
Statistical analyses were conducted using the sample of individuals who reported 
having an allergy to food. Of the whole sample 377 respondents indicated that they 
had a food allergy, 1,755 respondents indicated that they did not have a food 
allergy, and 252 respondents left this question as a missing response. The following 
analysis will consider:
i) Demographics relating to food allergy
ii) Culprit foods identified in food allergy
iii) Food avoidance in food allergy
iv) Testing for food allergy
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Demographic differences between individuals who reported food allergy versus 
those who did not are shown in Table 3.8. A  t-test revealed that there were no 
significant mean differences between the ages of people who reported themselves 
to be allergic compared to those who reported that they did not have a food allergy. 
Furthermore, a chi-square test revealed that there was no association between 
educational level and reporting a food allergy. However, there was an association 
between prevalence of food allergy and gender; women were more likely to report 
having a food allergy, although the effect size was small (Cramer’s V  = .12). There 
was also found to be a significant association between ethnicity and prevalence of 
food allergy; non-white respondents were more likely to report having a food allergy 
than white respondents, however the effect size was again small (Cramer’s V  = .10).
i) Demographics relating to food allergy
Table 3.8 The differences between individuals reporting allergy vs. non allergy
Variable
Not allergic Allergic 
(n = 1,755) (n = 377)
x2 i t p
Age
Mean
S D
51
19.11
50.5
18.68
t = 0.48 
df = 2,097
0.63
Gender
Male
Female
796
(87.4) 
948
(78.5)
115
(12.6)
259
(21.5)
X2= 27.87 <.0005
Education
Higher educ. 
School educ.
716
(81.8)
914
(83.9)
159
(18.2)
175
(16.1)
%2 =1.52 0.22
Ethnicity
White
Non-white
1,544
(83.8) 
187
(71.9)
298
(16.2)
73
(28.1)
X2= 22.19 <.0005
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Table 3.9 details the culprit food groups that respondents with food allergy reported 
being allergic to. The most commonly reported food group that people were allergic 
to was shellfish. Furthermore 15.4% of people who said that they experienced food 
allergy reported that they were allergic to ‘other nuts’. Eggs were the third most 
commonly reported food group causing allergy. A large amount of those reporting 
(43.8%) also indicated that they were allergic to a food group that was not listed. 
The written responses to this question were categorised where possible (also 
detailed in Table 3.9). It was found that fruit was very commonly reported as a 
cause of respondents’ food allergy (19.9%); almost as frequently listed as shellfish.
Table 3.9 Frequency of food groups reported as causing food allergy
ii) Culprit food groups identified in food allergy
Food group n (%)
Shellfish 77 (20.4)
Other nuts 58 (15.4)
Eggs 56 (14.9)
Peanuts 55 (14.6)
Wheat 52 (13.8)
Milk 49 (13.0)
Fish 27 (7.2)
Soya 13 (3.4)
Other 165 (43.8)
Fruit 75 (19.9)
Vegetables 27 (7.2)
Cheese/dairy 23 (6.1)
Herbs/spices 17 (4.5)
Chocolate 10 (2.7)
Alcohol 8 (2.1)
Meat 6 (1.6)
Coffee 6 (1.6)
Caffeine 2 (0.5)
Other - not categorised 58 (15.4)
Sample size = 377
Hi) F ood a vo id a n ce  in fo o d  a llergy
The questionnaire asked respondents whether they avoided the foods that they 
were allergic to. The majority of respondents indicated that they currently avoided 
the food that caused their allergy (n = 287, 80.6%), and 69 (19.4%) participants 
reported not avoiding the food that caused their allergy.
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With regard to whether respondents had taken any food allergy tests, 45 (12.5%) 
participants reported that they had been tested for food allergy, whereas 315 
(87.5%) reported that they had not been tested.
3.5.7 Characteristics of individuals reporting food intolerance
Statistical analyses were also conducted using the sample of individuals who 
reported having an intolerance to food. Of the whole sample 734 respondents 
indicated that they had a food intolerance, 1,455 respondents indicated that they did 
not have a food intolerance, and 195 respondents left this question as a missing 
response. The following analysis will consider:
i) Demographics relating to food intolerance
ii) Culprit food groups identified in food intolerance
iii) Food avoidance in food intolerance
iv) Testing for food intolerance
v) Seeking help for food intolerance from a health professional
i) D em o g ra p h ics  rela ting  to  fo o d  in to leran ce
Demographic differences between individuals who reported food intolerance versus 
those who did not are shown in Table 3.10. A  t-test revealed that there was a 
significant difference between the mean ages of people who reported themselves to 
be food intolerant compared to those who reported that they did not have an 
intolerance. Respondents who reported food intolerance were younger than 
participants who did not. The effect size was small (Pearson’s r = .13). A  chi- 
square test revealed that there was also an association between educational 
attainment and reporting a food intolerance, although the effect size was also very 
small (Cramer’s V  = .06). Participants with a higher educational attainment were 
more likely to report a food intolerance, than those with a lower educational level. 
There was also a significant association between prevalence of food intolerance and 
gender; women were more likely to report having a food intolerance than men (small 
effect, Cramer’s V  = .2). A  chi-square test also revealed no association between 
ethnicity and prevalence of food intolerance.
iv) Testing for food allergy
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Table 3.10 Differences between respondents reporting intolerance vs. no intolerance
Variable
Not intolerant intolerant 
(n = 1,455) (n = 734)
<%) <%"
X2 I t P
Age
Mean
S D
52.68 48.42 
19.56 17.53
t = 5.12
df = 1,592
<.001
Gender
Male
Female
711 210 
(77.2) (22.8) 
734 519 
(58.6) (41.4)
X2 =  82.57 <.001
Education
Higher educ. 
School educ.
552 332 
(62.4) (37.6) 
776 352 
(68.8) (31.2)
y 2 = 8.15 .004
Ethnicity
White
Non-white
1,273 629 
(66.9) (33.1) 
162 93 
(63.5) (36.5)
X2= 1-17 .28
ii) Culprit fo o d  g ro u p s  id en tified  in fo o d  in to lerance
The data were examined to consider which food groups respondents reported that 
they were intolerant to. The food groups most commonly reported as culprit food 
groups were dairy and grains (detailed in Table 3.11). Fruit was also frequently 
reported as a food group that respondents were intolerant to (18.1%). Despite the 
fact that food groups were used, (and therefore were more inclusive) there was still 
a large number of respondents that ticked the ‘other’ box. Categories were created 
from respondents written answers where possible e.g. chocolate (1.9%), however 
the foods which were not easily categorised (e.g. high fibre foods, artificial 
sweeteners, etc.) were left as a general ‘other’ category.
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Table 3.11 Frequency of food groups reported as causing food intolerance
Food group n (%)
Dairy 237 (32.3)
Grains 213 (29.0)
Fruit 133 (18.1)
Herbs/spices 128 (17.4)
Drinks 122 (16.6)
Vegetables 84 (11.4)
Nuts/seeds 81 (11.0)
Fish 56 (7.6)
Meat 43 (5.9)
Other 149 (20.3)
Chocolate 14 (1.9)
Sugar 8 (1.1)
Fried/greasy/fatty food 7 (1.0)
Caffeine 6 (0.8)
Yeast 5 (0.7)
Other 48 (6.5)
Sample size = 734
Hi) F ood a vo id a n ce  in fo o d  in to leran ce
In response to the question ‘Do you avoid the food that causes your intolerance?’, 
478 (67.4%) respondents indicated that they did avoid the food, and 231 (32.6%) 
indicated that they did not avoid the culprit food for their food intolerance.
iv) T estin g  for fo o d  in to leran ce
With regard to being tested for food intolerance, the data revealed that only a 
minority of respondents indicated having taken a food intolerance test (n = 69, 9.6%) 
whereas 90.4% (n = 648) responded that they had not been tested for food 
intolerance.
v) S eek in g  help  for fo o d  in to leran ce from  a health p ro fe ss io n a l
The questionnaire also asked respondents whether they had seen various health 
practitioners regarding food intolerance, and whether those health professionals 
were found to be helpful.
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1 1 1 H I  If yes, were they helpful?
No Somewhat Yes
n n n
<% > (%) <% >
Table 3.12 Help-seeking from health professionals
G P 150 496 32 51 59
(20.4) (67.6) (21.3) (34.0) (39.3)
Practice nurse 13 540 2 3 7
(1.8) (73.6) (15.4) (23.1) (53.8)
Dietician 36 527 13 12 10
(4.9) (71.8) (36.1) (33.3) (27.8)
Homeopath 36 520 7 11 16
(4.9) (70.8) (19.4) (30.6) (44.4)
Allergy specialist 47 519 4 8 31
(6.4) (70.7) (8.5) (17.0) (66.0)
Nutritionist 33 524 2 10 20
(4.5) (71.4) (6.1) (30.3) (60.6)
Sample size = 734
As Table 3.12 shows, of the overall sample of 734 respondents who reported a food 
intolerance very few indicated that they had sought help from the health practitioners 
listed. The most commonly seen health practitioner for a food intolerance was a 
GP, followed by an allergy specialist. Of the respondents that indicated that they 
had seen GP, 39.3% said that the G P  was helpful and 34% said that the G P  was 
somewhat helpful, 21.3% indicated that they were not helpful. Of the respondents 
who had seen an allergy specialist, 6 6 %  indicated that they had been helpful. It is 
worth noting that there were a large amount of missing responses to this question - 
around 25% of the respondents did not indicate whether or not they had seen one of 
the non-GP health professionals.
Help sought? 
Yes No
84
3.5.8 Comparison of individuals reporting food allergy only with individuals 
reporting food intolerance only
In order to examine the relationship between self-perceived food allergy and food 
intolerance, a new variable was created which assigned each respondent to a 
mutually exclusive category; ‘neither food allergy nor food intolerance’, ‘food allergy 
only’, ‘food intolerance only’, or ‘both food allergy and food intolerance’ (see Table 
3.13). Each individual was assigned to one of these mutually exclusive categories 
based on their responses to the two questions ‘Do you think you have a Food 
Allergy?’ and ‘Do you think you have a Food Intolerance?’ In order to create 
mutually exclusive categories, if respondents had not responded to either of the two 
questions they were not categorised but left as a missing response.
Table 3.13 Mutually exclusive categories for comparison of food allergy and food 
intolerance
Food 
allergy 
Yes or No?
Food 
intolerance 
Yes or No?
|j| » ' |jj |ji | | |S < > il| 11 111 ,1 
Mutually exclusive categories n <%)
No No Neither food allergy nor food 
intolerance
1,334 (64.4)
Yes No Food allergy only 99 (4.8)
No Yes Food intolerance only 400 (19.3)
Yes Yes Both food allergy and food 
intolerance
238 (11.5)
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Of the 2,384 responses, 13% (313) had left a missing response to one of the two 
questions and were therefore not coded. As can be seen in Table 3.13 the majority 
of respondents reported having neither food allergy nor food intolerance.
S ome respondents (n = 238) indicated that they experienced both a food allergy and 
a food intolerance. In this instance it is not possible to tell whether these 
respondents reported perhaps the same reaction to food as both a food allergy and 
a food intolerance, or whether they were referring to different reactions. For this 
reason, the following data analysis will compare the groups ‘food allergy only’ and 
‘food intolerance only’ and will not include those who report having ‘both food allergy 
and food intolerance’.
From the whole sample 99 respondents were classified as having a food allergy only 
(FA only), and 400 respondents were classified as having a food intolerance only (FI 
only). Statistical analyses using chi-square and t-tests were conducted to consider 
whether there were any differences in:
i) Demographics related to food allergy and food intolerance
ii) Symptoms related to food allergy and food intolerance
iii) Food avoidance behaviours in food allergy and food intolerance
iv) Testing for food allergy and food intolerance
i) D ifferen ces in d em o g ra p h ic s  b e tw e e n  ind iv idu a ls reportin g  fo o d  a llergy  
a n d  fo o d  in to leran ce
Table 3.14 details the comparison in demographics for individuals reporting food 
allergy only compared with individuals reporting food intolerance only. A  t-test 
revealed no difference in the mean ages of the two groups. Also, chi-square tests 
on gender revealed no difference in the proportion of males and females who 
reported food allergy only versus food intolerance only, or in educational status and 
reporting, food allergy only or food intolerance only. With regards to ethnicity, a 
significant chi-square result showed that there was a larger number of respondents 
with food allergy only who were non-white, than the proportion of respondents 
reporting food intolerance only that were non-white, although the effect size was 
again small for this statistic (Cramer’s V  = .13).
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Table 3.14 Differences in demographics between individuals reporting food allergy
and food intolerance
Variable
F A  only 
(n = 99) (n 
n
(%)
FI only
= 400)_n
( 0 /  V\ /o)
x2 /1 P
Age
Mean 43.75 44.25 t = 2.34 .79
S D 18.28 16.28 df = 493
Gender
Male 31 119 X 2  = .09 .76
(31.3) (29.8)
Female 68 281
(68.7) (70.3)
Education
Higher educ. 62 214 X 2  = 5.3 .02
(68.9) (55.6)
School educ. 28 171
(31.1) (44.4)
Ethnicity
White 77 353 X2 = 8.1 .004
(77.8) (88.3)
Non-white 22 45
(22.2) (11.3)
ii) S y m p to m s  re la ted  to  fo o d  a llerg y  a n d  fo o d  in to leran ce
Table 3.15 shows the results from a chi-square analysis which considered 
associations between symptoms and whether they were linked to reporting a food 
allergy or food intolerance. The chi-square analysis revealed that individuals who 
reported food allergy only were significantly more likely to report having mouth 
symptoms (swollen lips/tongue) than individuals who reported food Intolerance only. 
A Cramer’s V  calculation reveals that the effect size for this statistic is medium 
(Cramer’s V  = .26). Bowel symptoms (diarrhoea, constipation, bloating) were found 
to be significantly more prevalent in individuals who reported food intolerance than 
individuals who reported food allergy. The effect size of this difference was medium 
(Cramer’s V  = .3).
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Table 3.15 Symptoms related to food allergy and food intolerance
FA only FI only
Symp t o m  (n = 99) (n = 400) y 2 p
 "  (%> " (%)______________
Head No 80 (80.8) 316 (79.0) .16 .69
Yes 19 (19.2) 84 (21.0)
Joint pain No 98 (99.0) 372 (93.0) 5.20 .23
Yes 1 (1.0) 28 (7.0)
Moo d No 90 (90.9) 345 (86.3) 1.54 .22
Yes 9 (9.1) 55 (13.8)
Tiredness No 81 (81.8) 302 (75.5) 1.78 .18
Yes 18 (18.2) 98 (24.5)
Stomach No 76 (76.8) 295 (73.8) .38 .54
Yes 23 (23.2) 105 (26.3)
Bowel No 75 (75.8) 146 (36.5) 49.57 .01
Yes 24 (24.2) 254 (63.5)
Water retention No 94 (94.9) 353 (88.3) 3.82 .05
Yes 5 (5.1) 47 (11.8)
Chest No 92 (92.9) 372 (93.0) .001 .98
Yes 7 (7.1) 28 (7.0)
Anaphylactic shock No 98 (99.0) 400 (100.0)
Yes 1 (1-0) 0 (0.0)
Mouth - swollen No 75 (75.8) 379 (94.8) 34.89 .01
lips / tongue Yes 24 (24.2) 21 (5.3)
Eye/nose No 86 (86.9) 353 (88.3) .14 .71
Yes 13 (13.1) 47 (11.8)
Mouth Ulcers No 92 (92.9) 372 (93.0) .001 .98
Yes 7 (7.1) 28 (7.0)
Skin reactions No 73 (73.7) 334 (83.5) 5.03 .025
Yes 26 (26.3) 66 (16.5)
iii) F ood  a vo id a n ce  in fo o d  a llerg y  a n d  fo o d  in to lerance
Table 3.16 below shows the frequencies with which individuals with food allergy only 
reported avoiding the food that caused their food allergy, and that individuals with 
food intolerance reported avoiding the food that caused their intolerance. As the 
frequencies demonstrate, a higher proportion of the respondents with food allergy 
only reported food avoidance than respondents with food intolerance only. A chi-
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square test revealed that this difference between the groups was significant, but that 
the effect size was small (Cramer’s V  = .16).
Table 3.16 Food avoidance in food allergy and food intolerance
Variable
FA only 
(n = 99)
n
(%)
FI only 
(n = 400) 
n
(%)
X P
Food avoidance
No 17 144 12.05 .001
(18.3) (37.2)
Yes 76 243
(81.7) (62.8)
iv) T estin g  for fo o d  a llerg y  a n d  fo o d  in to leran ce
Table 3.17 shows the proportions of individuals with food allergy only and food 
intolerance only who reported having taken a test for their allergy or intolerance. 
The frequencies show that for both food allergy and food intolerance the proportion 
of people who had undergone any tests was very small. A  chi-square test further 
revealed that there was no difference between the groups in terms of having been 
tested for allergy or intolerance.
Table 3.17 Testing for food allergy and food intolerance
3.5.9 Demand for specialist food intolerance services in Primary Care
In addition to attempting to gain an insight into the perceived prevalence of food 
allergy and intolerance in Primary Care, the questionnaire was also designed to 
consider whether people in the community would be interested in a food intolerance 
service in Primary Care. The final question on the questionnaire asked respondents 
whether they would be interested in attending a food intolerance clinic that was
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being set up in their local G P  surgery. Frequency calculations revealed that of 
individuals who reported having neither food allergy nor food intolerance, 18% said 
that they would like to attend a food intolerance clinic (see Table 3.18). Of the 
individuals who reported food allergy only, 40.9% indicated an interest in attending 
the food intolerance clinic. Furthermore, around 70% of individuals reporting both 
food intolerance and food allergy and 70% of individuals reporting food intolerance 
only indicated that they would be interested in attending a food intolerance clinic in 
their local surgery.
Table 3.18 Interest In Primary Care food intolerance clinic
Neither
Variable n
<%)
FA only FI only 
n n
(%) <%)
Both
n
(%)
Totals
n
(%)
Interested in
attending clinic
No 1,027 55 110 63 1,255
(82.0) (59.1) (29.1) (27.9) (64.4)
Yes 225 38 268 163 694
(18.0) (40.9) (70.9) (72.1) (35.6)
9 0
3.6 Discussion
3.6.1 S u m m a r y  of results
The first aim of this study was to establish the prevalence of food allergy and food 
intolerance in a community sample. This study aimed to provide an updated picture of 
the perceived prevalence of adverse reactions to foods, as there have been no recent 
U.K. studies. The results showed that 17.7% of the whole sample reported a 
perceived food allergy and that 33.5% reported a perceived food intolerance. W hen 
the sample was split into distinct groups, 4.8% of the sample reported a food allergy 
only, 19.3% of the sample reported a food intolerance only, and 11.5% of the sample 
reported having both food allergy and food intolerance reactions. Therefore, if 
considering all adverse reactions to food collectively, 30.9% of the sample reported 
having an adverse reaction to food (whether it be food allergy only, food intolerance 
only, or both a food allergy and food intolerance). These results show reasonably high 
levels of self-reported food allergy and food intolerance reactions. Interestingly, the 
dichotomy between food allergy and food intolerance demonstrates that fewer 
individuals reported a food allergy than a food intolerance; this is in line with 
suggested prevalence data that food intolerance is more common than food allergy 
reactions (Jackson, 2003; BNF, 2000). However, this study did not conduct 
DBPCFCs, so it is not possible to consider how many of these reactions could be 
objectively verified, yet it does suggest that in a community sample there is a high 
perceived prevalence of adverse reactions to food, which is in line with previous 
prevalence studies that have considered both allergy and intolerance reactions 
(Altman & Chiaramonte, 1997; Burr & Merrett, 1983; Young et al., 1994).
The second aim of the study was to consider whether individuals who reported food 
allergy or food intolerance were different in terms of demographic factors to individuals 
who did not report food allergy or food intolerance. The results showed that 
individuals who reported food allergy were more likely to be female and non-white, 
than individuals who did not report food allergy. Furthermore, when comparing 
individuals reporting perceived food intolerance reactions with individuals not reporting 
food intolerance, differences were found in age, gender and educational attainment. 
Those reporting food intolerance were more likely to be younger, female and more 
highly educated than individuals not reporting food intolerance. These findings are in 
line with previous studies that have found that a higher proportion of women than men
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report perceived adverse reactions to food (Knibb et al., 2000), and further suggest 
that there may be some over-representation of well-educated, young women in this 
group.
A  further aim was to be able to describe the types of culprit foods identified by 
individuals with food allergy and food intolerance and to examine help-seeking 
behaviours. The data analysis revealed that for individuals reporting food allergy, the 
most frequently reported culprit foods were shellfish, nuts, eggs and peanuts. This 
finding coincides with the scientific evidence which suggests that the most common 
allergens in adult populations are shellfish, nuts and peanuts (Sampson, 2004). 
However, the estimates reported in this study are very high in comparison to the 
suggested population estimates in other studies, for example, 20.4% of those 
reporting food allergy in this study reported that shellfish was a culprit food for them; 
however other research suggests estimates closer to 2 - 3 %  for shellfish allergy 
(Sicherer et al., 2004; Woods et al., 2001). It may therefore be suggested that 
possibly there is an over-representation of individuals experiencing adverse reactions 
to food in this study. This is perhaps a result of a respondent bias that individuals 
experiencing the phenomenon in question are more likely to respond to the 
questionnaire. Furthermore, it should be noted that in the ‘other’ response category 
concerning types of foods, the most common response category was ‘fruit’, which was 
reported by 2 0 %  or respondents reporting food allergy. Allergies to fruit linked to oral 
allergy syndrome are being found to be increasingly linked to individuals experiencing 
pollen reactivity, and are increasingly reported food allergy reactions (Asero et al., 
1996; Jackson, 2003; Madsen, 2005). With regard to food intolerance culprit food 
groups, those most frequently indicated were dairy and grains. This finding is in line 
with suggestions that dairy and grain intolerances are the most common forms of food 
intolerance (Brostoff & Gamlin, 1998).
With regard to help-seeking, the results showed that for both food allergy and food 
intolerance there were high percentages of individuals reporting avoidance of culprit 
foods (80% and 6 7 %  respectively). Reported food avoidance was higher for those 
reporting food allergy, which would fit with expectations that shorter reaction time 
latency for food allergies means that culprit foods are easier to identify. Furthermore, 
the more severe nature of symptoms in food allergy would also suggest that 
individuals were more likely to report avoidance of culprit foods. The descriptive 
statistics concerning testing for both food allergy and food intolerance reactions
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demonstrated that this form of help-seeking was very infrequently reported (12.5% 
and 9 %  respectively).
In addition, individuals reporting food intolerance were further asked if they had sought 
help for their food intolerance from other health professionals. The results revealed 
that help-seeking in this manner was also very limited. Less than a quarter of 
individuals reporting food intolerance indicated that they had sought help from a GP, 
and very few reported seeing any other health professionals. Of the individuals who 
did report seeing a GP, 39.3% reported that the G P  had been helpful, and 34% said 
the G P  had been somewhat helpful. Therefore, the results reveal that, in terms of 
help-seeking, self-management of food avoidance seems to be the most commonly 
employed form of help-seeking for individuals with food intolerance.
The statistical analysis went on to compare whether individuals reporting food allergy 
and food intolerance could be differentiated in terms of any demographic, or help- 
seeking behaviours. In this part of the analysis individuals reporting food allergy only 
and food intolerance only were considered, as it was not clear whether individuals 
reporting both types of reactions were unable to disentangle whether they had an 
allergy or intolerance, or whether indeed they experienced both types of reaction to 
different foods. The comparison of groups at this stage revealed that individuals 
reporting food allergy only were more likely to be non-white than individuals reporting 
food intolerance. There were however no differences in age or gender. Both groups 
showed a majority of females reporting adverse reactions to foods, and as reported 
earlier, this is in line with previous findings (Altman & Chiaramonte, 1997; Burr & 
Merrett, 1983; Young et al., 1994).
With regard to symptoms, the statistical analysis revealed some differences in 
reported symptoms for individuals with perceived food allergy and food intolerance 
only. Individuals reporting food allergy were significantly more likely to report having 
mouth symptoms (swollen lips/tongue). Individuals with food intolerance were 
significantly more likely to report bowel symptoms. These findings suggest that the 
dichotomy was successful to some extent in terms of trying to separate food allergy 
and food intolerance reactions. Mouth symptoms are commonly reported symptoms 
of food allergy reactions, and bowel symptoms are suggested to be common 
symptoms of food intolerance reactions (Brostoff & Gamlin, 1998). However, this 
distinction was only apparent for these few symptoms, and there were not found to be
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differences in the other symptoms which may have also provided a distinction 
between food allergy and food intolerance.
Finally, in terms of help-seeking, the statistical analysis comparing the food allergy 
only and food intolerance only groups revealed that there was no difference between 
the groups in terms of testing behaviours. Both groups reported very low levels of 
testing for food allergy and food intolerance. However, individuals reporting food 
allergy only were significantly more likely to report food avoidance than those reporting 
food intolerance only. As described above, this would fit with expectations that the 
more severe and sudden nature of food allergy symptoms means that food avoidance 
may be more imperative than in food intolerance reactions. This further lends some 
weight to the dichotomy of the two reactions.
The final aim of this study was to determine the potential uptake of a Primary Care 
food intolerance service. These results were considered in terms of the four 
mutually distinct categories of respondents that were created; those with neither 
food allergy nor food intolerance, those reporting food allergy only, those reporting 
food intolerance only, and those reporting both food allergy and food intolerance. 
The results revealed that the majority of respondents who indicated that they 
thought they had a food intolerance (either as part of the food intolerance only, or 
the both food allergy and food intolerance category) displayed interest in attending a 
food intolerance clinic. Furthermore, some individuals with food allergy only also 
reported that they would like to attend, although this percentage was lower than 
those reporting food intolerance. However, 18% of the respondents who indicated 
that they did not think they had either a food allergy or food intolerance indicated 
that they would like to attend a food intolerance clinic, it is not possible to discern 
the reasons why these individuals would be interested in this service, however it is 
possible that they indicated that they did experience symptoms in response to food 
and do not think it is as a result of allergy or intolerance, but may be interested in 
attending the clinic to rule this option out.
3.6.2 Strengths and limitations of the study
There are several limitations with this postal questionnaire study which should be 
noted. Firstly, the response rate, although moderate for a Primary Care sample, 37% 
is not a high response rate. The results therefore must be treated with caution in
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terms of being representative of the community samples to which they were sent. It is 
possible that the high levels of self-reported allergy and intolerance are artefacts of 
response bias due to the questionnaire being returned by individuals to w h o m  the 
questions were pertinent.
Furthermore, in the statistical analysis it was noted that a reasonably high number of 
respondents left the tick boxes blank where they were asked whether they thought 
they had a food allergy or a food intolerance. It is not possible to explain why these 
respondents left blank responses. It may have been due to the nature of the 
questionnaire format (that the arrows pointing to the next question may have diverted 
participants attention to continue on to the next question, without ticking the response 
box), or it may be that individuals were unsure as to whether they had an allergy or 
intolerance (and would have been more likely to mark a ‘Not Sure’ response 
category).
In addition, through a careful consideration of the questionnaire layout, it was decided 
that brevity was key to ensure maximum possible response rates; this was however to 
some extent at the expense of gaining further detail concerning participants’ food 
allergies and food intolerances. The initial question on the questionnaire asked 
participants whether they had experienced any symptoms because of food, and these 
symptoms were later linked to allergy and intolerance reactions if these were reported 
by respondents. However, the link between symptoms and reactions must be treated 
with caution, as it may be that individuals did not link the symptoms reported in the 
first question with the adverse reactions reported. Further research in this area would 
benefit from employing more detailed questionnaires to follow up individuals with self- 
reported reactions to consider the symptoms that they experience, and the ways in 
which they self-manage or help-seek, in greater detail.
Despite the limitations of the questionnaire, it should be emphasised that this is the 
first questionnaire study that has attempted to disentangle self-perceived food allergy 
and food intolerance reactions. Many of the findings have been shown to reflect 
findings that have been published in studies where definitions and types of reactions 
being investigated are less clearly defined. This study therefore contributes further to 
this knowledge base, and suggests that, given definitions of allergy and intolerance 
reactions, some degree of separation between the two seems to be possible. This 
questionnaire and differentiation should not however be relied upon in the absence of
95
clinical diagnostic tests, or detailed medical histories, but may provide an additional 
useful tool for clinicians or researchers in this area.
3.7 Conclusions
In conclusion, this study has confirmed other research study findings that perceived 
adverse reactions to food are high in the general population. It has also supported 
previous research study findings that w o men report higher prevalence of both food 
allergy and food intolerance than men, and suggested that other demographic factors 
may be worthy of consideration in future studies. This study has described the 
commonly identified culprit foods perceived by individuals with self-reported food 
allergy and food intolerance, and demonstrated that they are in line with current 
research evidence. This study has suggested that some degree of differentiation is 
possible between food allergy and food intolerance reactions in terms of symptoms 
experienced and levels of food avoidance.
Furthermore, a key finding of this questionnaire study concerns the help-seeking 
behaviours employed by individuals experiencing adverse reactions to food. This 
research study provides further evidence that individuals with perceived food allergy 
and food intolerance report high levels of food avoidance behaviours and self­
management of their perceived reactions, but rarely report seeking help. Of the 
minority who report seeking advice from a health professional, the G P  was the most 
commonly consulted health practitioner, however this was often reported not to be 
helpful. These findings lend support for the potential utility of a Primary Care service 
in offering support and guidance to individuals who perceive themselves to be 
experiencing symptoms in response to food. Also, the high number of individuals 
reporting interest in attending a food intolerance clinic provides further support for the 
potential demand for this service, and suggest that it may not simply be that 
individuals choose to self-manage, but that this may be the resulting behaviour due to 
the limited other healthcare options available to them. These findings pave the way 
for the following study which will implement and evaluate a Primary Care intervention 
service for individuals experiencing food intolerance symptoms.
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CHAPTER 4  - DEVELOPM ENT AND EVALUATION OF A 
CLINIC INTERVENTION
4.1 Overview
The previous Chapter explored the prevalence of adverse reactions to food in a 
community sample and indicated that a large minority believe that they have a food 
intolerance and that the majority of these would attend a food intolerance clinic. 
This Chapter will describe the development and evaluation of a food intolerance 
intervention service in Primary Care. The following introduction will consider the 
evidence indicating a need for a food intolerance service, the theories which can 
inform what factors may change following attendance at a service and which 
Baseline variables may predict patient outcomes. The Chapter will then present the 
methods and results from the evaluation.
4.2 Background
The literature review in Chapters 1 and 2 and the previous study in Chapter 3 have 
highlighted several reasons for the need for an intervention service at Primary Care 
level to help patients who are experiencing symptoms that they believe may relate to 
food.
Previous research, together with the data described in the previous study, illustrate 
that there is a high prevalence of self-perceived food intolerance in the community 
(Altman & Chiaramonte, 1997; Burr & Merrett, 1983; Young et al., 1994). In 
addition, of the 33.5% of respondents in Study 1 who reported perceived food 
intolerance, 6 7 %  described how they avoided foods that they thought caused their 
food intolerance, less than a quarter had seen a G P  and the majority stated that 
they would be interested in attending a food intolerance clinic in their G P  surgery. 
Therefore from the patients’ perspective it seems that having access to a food 
intolerance clinic in a Primary Care setting may be of benefit.
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Furthermore, as noted in Chapter 1, the recommended treatment for food 
intolerance is identification and elimination of culprit foods from an individual’s diet 
(Ortolani & Pastorello, 2006). This is generally achieved through elimination diets, 
however these are not easy to undertake and the advice and support of a 
professional is important to ensure it is done correctly and that adequate nutrition is 
maintained (Brostoff & Gamlin, 1998; Bruijnzeel-Koomen et al., 1995). S ome 
research evidence has found that, through employing their own elimination diets, 
individuals can seriously compromise their health through nutritional deficiency (Des 
Roches et al., 2006; McGowan & Gibney, 1993). A  Primary Care service would 
enable patients to access nutritional support and accurate information concerning 
food intolerance and identifying culprit foods.
Finally, as also described in Chapter 1, there is a lack of services provided for 
individuals experiencing symptoms related to food. There are limited specialist 
allergy services available through the NHS; however it is usually patients with 
severe allergies that are referred into these services. There are no existing Primary 
Care services available to provide support or guidance to patients with food 
intolerance concerns, and although the G P  may be the first port of call for patients, 
GPs receive limited or no training in this area. This leaves the private sector as a 
final option for patients who can afford it, however, this is largely unstandardised 
and there is little evidence to support any of the existing alternative techniques.
As a result, there is a strong rationale for setting up a Primary Care food intolerance 
service in terms of the prevalence of perceived food intolerance reactions, the 
patients’ perspective, the medical perspective and the lack of services available. 
The initial aim of this study was therefore to pilot a food intolerance clinic in Primary 
Care. In addition, the study aimed to explore the characteristics of those who attend 
the service as a means to assess whose needs are being met by such a service and 
to assess the interrelationships between a number of factors at Baseline that may 
be associated with the patient’s symptom experience. Further, the study also aimed 
to assess the clinic’s effectiveness. The overall aim of the clinic intervention was to 
improve patients’ health, in particular by reducing individuals’ symptoms in terms of 
their frequency and severity. The impact of the intervention, however, can also be 
assessed by considering individuals’ perceptions of their quality of life before and 
after the intervention. In particular, quality of life in this intervention study will
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consider both a broad measure of health status and more specific measures of 
mood and psychological well-being.
Finally, the study will explore the role of a number of Baseline variables in predicting 
patient outcomes following attendance at the clinic. There is very little existing 
literature in food intolerance describing what these variables might be, however 
several influential health psychology theories described in Chapter 2 offer possible 
frameworks for understanding any changes following the intervention. In particular 
the literature review enabled some predictions to be made concerning the potential 
role of illness beliefs and outcomes in individuals experiencing food intolerance.
With regard to the five dimensions of illness representations, it is suggested that, 
having perceived symptoms, individuals will form an illness identity. However, in the 
case of food intolerance, this illness identity may not be easily obtainable. Studies 
concerning other functional somatic syndromes find that patients often report strong 
illness identities (high numbers of symptoms) which are suggested to be as a result 
of not being able to attain easily an illness label, and misattributing symptoms to the 
illness (Gomborone et al., 1995; Leventhal et al., 1997). In other illness, strong 
illness identities have been linked to more serious consequences, perceptions of 
chronic illness timelines and lower perceptions of control. Furthermore, it is 
suggested that patients with other medically unexplained illnesses frequently make 
physical causal attributions. It will be worthwhile to consider whether similar 
patterns of illness cognitions exist in individuals reporting food intolerance, and to 
consider whether these illness cognitions change during the clinic intervention.
Research has also linked illness cognitions with health outcomes, and this will be 
considered in the intervention study with regard to whether individuals’ beliefs about 
their symptoms predict their outcomes at the food intolerance clinic.
Therefore, the literature highlights the need for a Primary Care-based food 
intolerance clinic, as many people report food intolerance yet are self-managing in 
ways that may be detrimental to their health. The literature also highlights a number 
of variables that might change following such an intervention including symptoms, 
health status and mood and suggests a number of core psychological constructs 
such as illness cognitions that may predict patient outcomes, following attendance at
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the clinic. In line with this the broad aims of the study were as listed in the following 
section.
4.3 A i m s
4.3.1 Broad aims
The over-arching aim of this study was to develop and evaluate an exploratory food 
intolerance clinic intervention in Primary Care; within this there were five broad aims:
A) To describe individuals who attend a food intolerance clinic
B) To explore the interrelationships between symptoms, mood, health status and 
illness cognitions at Baseline
C) To consider whether there are changes in symptom, mood, health status, and 
illness cognitions whilst attending the clinic
D) To explore what Baseline variables predict changes following attendance at the 
clinic
E) To follow up patients three months post clinic attendance
4.3.2 Specific aims
The study design will be described in detail later, however, given the structure of the 
intervention involved an initial healthy eating plan followed by a wheat and dairy-free 
plan, the specific aims of the study were as follows: (each specific aim has a letter 
which denotes which broad aim it refers to)
A  (i) To explore who attends a food intolerance clinic
A  (ii) To assess differences between people who complete the intervention and 
people who drop out
A  (iii) To assess initial characteristics that differentiate between participants who 
complete the Healthy Eating diet only, and participants who continue on to 
the Wheat and Dairy-Free diet 
B(i) To explore the interrelationships between symptoms, mood, health status 
and illness cognitions at Baseline 
C  (i) To explore changes in symptoms, mood, health status and illness cognitions 
for participants attending the food intolerance clinic between Baseline and 
the end of the Healthy Eating diet
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C  (ii) To explore differences in participants’ symptoms, mood, health status and 
illness cognitions between participants who finish the clinic after the Healthy 
Eating diet, and those who continue on to the Wheat and Dairy-Free diet 
C  (iii) To explore whether individuals who continue on to the Wheat and Dairy-Free 
diet report changes in their symptoms, health status, mood and illness 
cognitions between the end of the Healthy Eating diet and the end of the 
Wheat and Dairy-Free diet 
D  (i) To consider whether there are any participant characteristics at Baseline that 
predict changes in symptoms whilst attending the clinic 
D (ii) To consider whether changes in health status, mood, and illness cognitions 
predict symptom change for participants attending the clinic 
E (i) To explore changes at three months post intervention
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4.4 Method
4.4.1 Design
For a diagrammatic representation of the study design, see Figure 4.1. This 
diagram demonstrates that the clinic intervention took place over five weeks, and 
involved three or four visits to the food intolerance clinic. The first week of the clinic 
involved no changes to participants’ diet; this week was used to establish Baseline, 
and for participants to record their dietary behaviour and symptom occurrence. 
Following this initial week participants undertook a two week Healthy Eating diet 
and, following this, could continue on to a Wheat and Dairy-Free diet if they were 
still experiencing symptoms. Therefore, some participants took part in the clinic for 
three weeks, and took part in the Healthy Eating diet only (HE Group) and some 
participants took part in the clinic for five weeks following first the Healthy Eating diet 
for two weeks followed by the Wheat and Dairy-Free diet for two weeks ( H E W D  
group).
This study employed a repeated measures self-report questionnaire design. 
Patients attending the food intolerance clinic were given a battery of measures to 
complete at several time points over the course of treatment at the food intolerance 
clinic (Time 1 (T1) - Baseline, Time 2 (T2) - End of Healthy Eating diet, Time 3 (T3) - 
End of Wheat and Dairy-Free diet). The outcome variables that were measured 
included symptoms (number of symptoms, number of symptoms attributed to food, 
symptom frequency, symptom severity), mood (mood disturbance and psychological 
distress), health status (physical health and mental health) and cognitions (timeline, 
timeline cyclical, consequences, personal control, treatment control, illness 
coherence, emotional representations and cause-diet). For the purposes of this 
Chapter the measures will be conceptualised into the four broad dimensions; 
symptom experience, mood, health status and illness cognitions.
As has been described, the intervention involved the implementation of two diets, 
one following the other. There was no control group or randomisation of participants 
in this intervention study. It is well recognised that the Randomised Control Trial 
(RCT) is the gold standard intervention in scientific health care research (Hotopf, 
2002; Sibbaid & Roland, 1998). In a randomised controlled trial participants are 
randomly allocated to different treatment conditions or a control condition (in which
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no treatment is given) and tested to see whether improvements occur. If individuals 
in the treatment group demonstrate statistically significant improvements in 
outcomes compared to the control group, the treatment is deemed to work.
However, despite being the corner-stone of evidence-based health care, RCTs have 
their limitations, in particular with regard to their employment in complex 
interventions (Grypdonck, 2006). W h e n  considering complex interventions RCTs do 
not allow the researcher to establish the effective components of the intervention. 
With drugs, when other variables are well-controlled, it is relatively easy to establish 
the impact of the drug. However, for complex interventions it often not possible to 
provide well-controlled conditions or to determine which part of the intervention 
contributes to the successful outcome (van Meijel, Gamel, Sweiten-Duijfjes & 
Grypdonck, 2004). Furthermore, employing a control condition in a complex 
intervention is not a straight-forward process (Grypdonck, 2006). In medical trials 
the control condition is often a ‘treatment as usual’ group in which the patient 
receives a normal drug to treat their condition in a specific dose. However, ‘usual 
care’ is likely to be much more varied in a psychosocial or educational intervention; 
so it is difficult to establish what a control treatment would be. In addition, if 
differences are found between usual care and the intervention group, it is not 
straight-forward to ascertain which aspects of the treatment the differences arise 
from (Grypdonck, 2006).
It is recognised that ideally the current study would have had a waiting list control 
group, and this is considered further in the discussion. There were two main 
reasons why no control group was included in this study. Firstly, there was 
considerable uncertainty as to the likely demand for the new clinic and the number 
of participants that would be recruited. This had pragmatic implications for the 
project in terms of, for example, optimal use of nurse time. More importantly 
however, this research is an initial and exploratory consideration of the potential role 
of food intolerance clinics in primary care. It has been designed to provide a 
preliminary assessment of the potential value of this service in primary care and to 
enable a more informed assessment of the likely value of investing in fully controlled 
trials in this area.
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i) P ractice  recru itm en t
As noted in the previous study (see Chapter 3), four G P  practices were recruited to 
host a food intolerance clinic and a practice nurse trained in food intolerance. The 
four surgeries were selected in different geographical locations to obtain a spread of 
urban and rural locations and to obtain a representative sample of the U.K. 
population in terms of ethnicity. The four surgeries were in White Inch, Glasgow; 
Woodgate Valley, Birmingham; Kennington, South London; and Heacham, Norfolk. 
The practice population sizes varied, with a combined population size of 32,200 
patients (aged 16 and over).
ii) N urse training
The food intolerance nurses were recruited and trained at the University of Surrey. 
The training involved familiarisation with the clinic procedure, training in food 
intolerance by a specialist nutritional consultant, and role plays to enable the nurses 
to manage patients and offer appropriate advice relating to food intolerance and 
dietary change.
iii) S a m p le  s iz e  ca lcu la tion s
This was a pragmatic study designed to explore the impact and uptake of a food 
intolerance clinic on patient health. To date there has been no other intervention of 
this kind, so it was not possible to carry out a formal sample size calculation. 
Therefore, the study aimed to run four clinics for a two year period, to assess the 
numbers of patients who attended and to evaluate any changes that occurred over 
this period.
iv) E xclusion  criteria
• Patients under the age of 16
• Patients with learning difficulties, psychiatric illness, dementia or language 
barriers that meant that they were unable to fully understand what they were 
taking part in and therefore unable to give informed consent
4.4.2 Participants
105
• Patients on oral dietary supplements recommended by an N H S  dietician and 
under regular review - as dietary manipulation might interfere with treatment
• Patients who may be medically unsafe to have exclusion diets, e.g. alcoholics
• Participants with any of the following conditions:
♦ Diabetes - as dietary manipulation can affect diabetic control
♦ Renal failure - as dietary manipulation can affect phosphate levels and 
serum potassium
♦ Coeliac disease - as dietary manipulation can cause recurrence of disease
♦ Anorexia nervosa or Bulimia - as dietary manipulation could lead to 
recurrence of eating control problems
♦ Patients with medically unassessed and undiagnosed weight loss - as there 
may be underlying causes e.g. malignancy, inflammatory bowel disease, 
malabsorbtion
v) P articipan t recru itm en t
Participants were either referred to the clinic by their G P  or through self-referral. 
The clinics were advertised by leaflets and posters in the G P  surgery waiting rooms. 
Furthermore, patients that had completed the postal questionnaire (as detailed in 
the previous Chapter) and indicated that they would be interested in attending a 
food intolerance clinic in their G P  surgery were contacted where possible to inform 
them of its existence.
vi) Inform ed c o n se n t
At their first visit to the nurse, patients were told about the clinic process and 
provided with a written information sheet (Appendix 5) which they were asked to 
read and encouraged to ask any questions they might have. Patients were then 
asked to sign a consent form (Appendix 6), and were reminded that they were free 
to withdraw from the trial at any time. If the patient consented to their G P  being 
informed of their participation in the trial, a letter was sent to their G P  (Appendix 7).
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An initial period of consultation was undertaken in order to gain the expertise of 
health professionals working in the area of food intolerance. The aim of the 
consultation was to understand the current provision of services and to design the 
most appropriate form of intervention to meet the needs of Primary Care users. 
Initially meetings were held with a nutritional consultant and professor in 
immunology. Both the protocol and all patient information materials were developed 
in this forum to ensure that the intervention was both feasible and based on sound 
nutritional advice. Following this, G P s  advised on the implementation of the 
intervention in a Primary Care setting, and the suitability of the patient information 
materials which had been developed to accompany the intervention.
It was decided that the diets could not be individually tailored to suit each patient, as 
this would require long and detailed training for the nurses and an important aspect 
of the clinics was their potential to be set up in other G P  surgeries if they were 
successful. In a private clinic a patient would be delivered a highly individualised 
treatment approach which could be adapted and revisited over numerous visits to 
suit the patient’s needs. It was acknowledged that the clinic intervention needed to 
feel personalised to the individual patient, yet follow a predetermined protocol to 
ensure that the clinic procedure was replicable and could be offered as a pre­
designed package to General Practices in the future. In order to provide a level of 
individualisation, the nurse was trained to work with each patient to discuss in detail 
their own dietary habits/preferences and to assist the patient to think about how the 
dietary interventions could be adapted to their specific lifestyle. The aim of the 
service was to provide an intervention that met the needs of the patients but could 
be offered as a package in future years. Further, the service aimed to be an 
improvement on the current skill base in Primary Care whereby patients presenting 
with food intolerance are met by GPs and nurses with very little expertise, yet the 
service aimed to offer a degree of expertise that could be taught to practice nurses 
with no prior knowledge in this area within a short time frame.
The clinic intervention was designed to provide each patient with a maximum of four 
sessions over a five week period in which they had the opportunity to follow a two 
week Healthy Eating diet, followed by a two week Wheat and Dairy-Free diet. The 
dietary plans were devised taking into account that the diets needed to be 
manageable for patients. The consultation with food intolerance specialists revealed
4.4.3 Developing the food intolerance clinic
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that although dietary interventions for food intolerance are often highly 
individualised, there are some common culprits in food intolerance that can be 
identified using a food diary and detailed interview and are frequently the cause of 
some of the more common symptoms.
i) H ealthy E ating d ie t
The two week Healthy Eating diet involved advising patients to avoid:
• Caffeine
• Chemicals and additives in food
• Alcohol
• Sugar
• Highly processed foods
• Fast foods and take-aways
• Very spicy foods
These recommendations were made as many chemicals and additives in food and 
drink can have a drug-like action on the body. Caffeine in particular can have a 
powerful effect and cause symptoms such as anxiety, palpitations, mood swings, 
insomnia, hyperventilation, stomach pains, and diarrhoea. Sugary foods were also 
excluded as these can have strong effects on individuals’ blood sugar levels 
(Brostoff & Gamlin, 1998). Furthermore, participants were also advised to eat more 
starchy foods, more fruit and vegetables, more fish, less salt, less fat, and to drink 
plenty of water. These recommendations were made to introduce the basic 
principles of healthy eating, to ensure a good intake of fibre to aid digestion and to 
eat foods rich in vitamins and minerals.
ii) W heat a n d  Dairy-Free d ie t
The two week Wheat and Dairy-Free diet involved advising people to attempt to 
remove all foods from their diet that contained wheat and dairy products, as these 
were additionally identified as common culprits of food intolerance. Detailed 
information was provided to patients concerning foods to avoid, foods to eat and 
suggested meal plans, as this diet was considerably more restrictive than the 
Healthy Eating diet.
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iii) F ood  a n d  sy m p to m  diary
Patients were required to keep food and symptom diaries whilst they were attending 
the clinic. Research acknowledges that the identification of problem foods is not 
always easy due to the subjective and changeable nature of symptoms, however 
food diaries have been found to help patients identify culprit foods (Committee on 
Toxicity, 2000; Kueper et al, 1995). The food and symptom diaries were used as a 
tool for the nurse and patient to discuss the patient’s dietary habits and possible 
links between diet and symptoms.
4.4.4 Materials
i) Clinic m ea su re s
Participants completed questionnaire measures at clinic Sessions 1, 3 and 4, as 
detailed below and as summarised in Table 4.1.
a) Demographic information
Participants were asked to record information about their age, gender, ethnicity and 
highest educational qualification. The ethnicity classification system was adapted 
from the National Statistics Publication ‘Ethnic Group Statistics’ (2003). The 
educational qualifications categories were adapted from the Office of National 
Statistics classification systems (ONS, 2005).
b) Perceptions o f food allergy/food intolerance
• Food Sensitivity Questionnaire (FSQ) (S ee  Appendix 1)
Participants completed the F S Q  (as designed for the previous study - see Section
3.4.3) at Baseline in which they had to indicate whether they thought they 
experienced food allergy (’Yes/No’) or food intolerance (’Yes/No’), whether they 
avoided the foods that they felt caused their symptoms (’Yes/No’), whether they had 
been tested for allergy/intolerance (’Yes/No’), and whether they had sought help 
from their G P  for their food intolerance (’Yes/No’).
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c) Sym ptom  experience
• Sym ptom  questionnaire (S ee  Appendix 8)
The symptom questionnaire was developed for this intervention to obtain a 
measurement of participants’ reported symptoms, in terms of number of symptoms 
experienced, number of symptoms experienced attributed to food, frequency of 
symptoms and severity of symptoms. The questionnaire involved a list of thirty 
three symptoms which were taken from the Allergy and Environmental 
Questionnaire (Maberly et al., 1996). Participants were required to indicate whether 
they experienced each listed symptom (’Yes/No’), the frequency with which they 
experienced the symptom on a five point scale (‘Never’ to ‘Very Often’) and how 
severe they felt their symptom was on a five point scale (‘Not At All’ to ‘Very’). 
Participants were also asked to indicate whether they felt their symptom was caused 
by a particular food (‘Yes/No’). Final scores were calculated for total number of 
symptoms (the sum of ‘Yes’ responses for total number of symptoms experienced), 
total number of symptoms attributed to food (the sum of ‘Yes’ responses for total 
number of symptoms indicated to be caused by food). Also, frequency and severity 
scores were calculated for each participant by providing an overall mean for all 
items. Information about types of symptoms experienced by participants was also 
collated from the F S Q  data, which provided collapsed categories of symptom 
experience (see Table 3.1).
d) Health status
• Short Form-8 (SF-8) (S ee  Appendix 9)
The SF-8 (Ware, 2001) is a shortened version of the well-established SF-36 which 
was developed at the Rand Corporation in the U.S.A. for the Medical Outcomes 
Study (Ware & Sherbourne, 1992; Ware, 1993) to assess health related quality of 
life. The SF-8 reproduces the eight subscales used in the SF-36 using one item to 
represent each scale. The eight subscales are:
0 Physical functioning
0 Role physical - Role limitations due to physical health problems 
0 General health 
0 Energy - Vitality/fatigue 
0 Social functioning
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0 Mental Health - Psychological distress and well-being
A  scoring metric is used to weight each item and compute summary scale measures 
for physical and mental health. These two scales are referred to as the Physical 
Component Summary (PCS) and the Mental Component Summary (MCS). The SF- 
8 can be adapted to different periods of recall, and for the purposes of this study 
employed the acute recall time frame (one week) to enable a consideration of health 
status change over the time of the intervention. There are no existing validated 
tools for measuring quality of life in individuals with adverse reactions to food. It was 
therefore decided that, for the purposes of this study, a generic short form measure 
would be the most appropriate. The internal reliability of the SF-8 items was found 
to be .83.
e) Mood
• Profile Of M ood States-Short Form (POMS-SF) (S ee Appendix 10)
The POMS-SF (Sacham, 1983) (derived from the POMS, see McNair, Lorr and 
Droppelman (1981)) was employed to measure changes in participants’ mood. The 
measure was chosen as it can be used to assess mood change, the time frame can 
be adapted to suit the needs of the study, it is not disease specific, and it is quick to 
administer. The POMS - S F  aims to measure present mood, and is sensitive to 
short-term changes in mood (Bowling, 2001). The POMS-SF is a 37 item self-report 
checklist of adjectives that describes different positive and negative emotional 
states. Participants are asked to rate each item according to how they have felt 
over the past week on a five point scale ranging from ‘Not At All’ (0) to ‘Extremely’ 
(4). The items in the P OMS-SF can be combined to form six subscales 
(Tension/Anxiety, Depression/Dejection, Anger/Hostility, Vigour/Activity, Fatigue/ 
Inertia and Confusion/Bewilderment), or a total mood disturbance score. For the 
purpose of this study, the total mood disturbance score was used which involved 
summing the total scores of the subscales (vigour scale is negatively weighted). A  
higher score represents a more negative mood. Sacham (1983) reports internal 
consistency for the POMS-SF subscales ranging from a = .80 to .91. In this study 
reliability for the POM S - S F  items was found to be .90.
0 Bodily pain
0 Role emotional - Role limitations due to emotional problems
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• General Health Questionnaire-12 item (GHQ-12) (S ee  Appendix 11)
The GHQ-12 (Goldberg, 1992) is a short form of the GHQ-60 (Goldberg, 1978) 
which is a widely used measure of psychiatric disturbance. The GHQ-12 has been 
found to be equally as valid and reliable as its longer versions, however it does not 
have the advantage that the longer G H Q  versions have of subscales to measure 
anxiety, depression etc. For the purposes of this study, this version had the 
advantage of being brief yet maintaining reliability and validity and enabling scores 
of both psychiatric caseness and degree of psychological distress. The GHQ-12 
has twelve items to which respondents were required to indicate the degree to which 
they had been experiencing that feeling on a four point scale (‘Less Than Usual’, 'No 
More Than Usual’, ‘Rather More Than Usual’, and ‘Much More Than Usual’). An 
example item is ‘Have you recently been  able to concentrate on what you are 
doing?’. In this study a degree of psychological distress score was calculated using 
a Likert scoring method for each item (0, 1, 2, 3). The sum of all twelve item scores 
was calculated which gave a possible total score of 0 - 36 to indicate degree of 
disturbance. With regard to missing scores, the total degree of disturbance score 
was calculated with a maximum of two missing items, if more than two items were 
unanswered it was left as missing data. The degree of disturbance score was 
calculated at each time point to enable an assessment in changes of psychiatric 
disturbance over time. The overall internal consistency scores have been reported 
for the GHQ-12 (a = .82 to .90) (Goldberg, 1992), and in this study the reliability for 
the GHQ-12 ranged from a = .85 to .87.
f) Cognitions
• Illness Perception Questionnaire - R evised  (IPQ-R) (S ee Appendix 12)
The IPQ-R (Moss-Morris et al., 2002) is a questionnaire which has been designed to 
measure individuals’ beliefs about their illnesses. The beliefs are measured on nine 
dimensions
0 Identity - the symptoms that patients may associate with their illness
0 Timeline - whether the illness is acute or chronic
0 Timeline cyclical - the degree to which the illness is cyclical
0 Consequences - the effect the illness has on the patient’s life
0 Personal control - the degree to which the patient feeis they can control their 
illness
112
0 Treatment control - the degree to which the patient feels their treatment can 
control their illness
0 Illness coherence - the extent to which the illness is understood or 
comprehended by the patient
0 Emotional representations - the patient’s affective response to the illness
0 Causes - the patient’s ideas about the causes of the illness
The questionnaire presents statements about the patient’s illness to which patients 
are required to indicate the extent of their agreement on a five point Likert scale 
(‘Strongly Agree’ to ‘Strongly Disagree’). Multiple items are then combined to form a 
subscale for each dimension. The subscale scores are obtained by calculating the 
mean of the items. In line with Moss-Morris et al.’s (2002) recommendations, the 
procedure for missing data was followed such that a maximum of two items could be 
missing from a six item subscale, however in scales with fewer items mean scores 
were only calculated if a maximum of one item was missing. For the purposes of 
this study the single item causal belief ‘Diet or eating habits’ was used for the 
analysis, to consider the extent to which individuals felt diet played a role in their 
symptoms and whether this changed during the course of the clinic. The internal 
reliabilities for the scale scores ranged from .68 to .84.
g) Follow-up questionnaire
A  brief measure was developed to follow up patients at three months post clinic 
attendance (See Appendix 13). It was designed to be conducted over the 
telephone, or to be posted out to the patient if the nurse was unable to contact the 
patient by phone. The follow-up questionnaire asked patients the initial question 
from the SF-8 questionnaire concerning their general health (‘Overall, how would 
you rate your health during the last week?’) and was measured on a six point scale 
(1 - ‘Excellent’, 6 - ‘Very Poor’). Furthermore, participants were asked whether they 
were continuing to follow the Healthy Eating diet (‘Yes/No’), and to what extent they 
had managed to stick to it over the previous two weeks (1 - ‘Not At AH’, 7 - 
‘Totally’). They were also asked whether they were continuing to follow the wheat 
and dairy-free diet (‘Yes/No’) and to what extent (1 - ‘Not At AH’, 7 - ‘Totally’).
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The participants were given an information booklet to which additional sheets of 
information were added at each clinic session as follows:
Session 1 - The role of the clinic’ (See Appendix 14)
Session 2 - ‘H o w  the clinic will run, what are food allergy and food intolerance, 
common culprits, healthy diet information, top tips, what you should eat/avoid whilst 
on the Healthy Eating diet’ (See Appendix 15)
Session 3 - ‘What is a wheat and dairy-free diet, what you should eat/avoid whilst 
on the Wheat and Dairy-Free diet, suggested meal plans’ (See Appendix 16)
4.4.5 Procedure
In the majority of cases, patients that contacted the clinic were screened over the 
telephone by the food intolerance nurse to ensure that they did not meet any of the 
exclusion criteria. During this telephone call an initial appointment with the nurse 
was made. A  clinic flow diagram, demonstrating the flow of participants through the 
food intolerance clinics, is depicted in Figure 4.2
ii) Participant information booklet
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Table 4.1 Use of measures during clinic intervention
Construct measured Questionnaire
Scale
reliability
(a)
T1 T2 T3
Demographics
Age F S Q X
Gender F S Q X
Education F S Q X
Ethnicity F S Q X
Perceptions of FA/FI
Perceived FA F S Q X
Perceived FI F S Q X
Tested for FA F S Q X
Tested for FI F S Q X
Food avoidance FA F S Q X
Food avoidance FI F S Q X
Help-seeking FI F S Q X
Symptom experience
No. of symptoms Symptom X X X
No. attributed to food Symptom X X X
Symptom frequency Symptom X X X
Symptom severity Symptom X X X
Type of symptoms F S Q X
Health status
Physical component SF-8 .83 X X X
summary (PCS)
Mental component SF-8 .83 X X X
summary (MCS)
Mood
Mood disturbance POMS-SF .90 X X X
(POMS)
Psychiatric distress GHQ-12 .88 X X X
(GHQ)
Illness cognitions
Timeline IPQ-R .84 X X X
Timeline cyclical IPQ-R .68 X X X
Consequences IPQ-R .73 X X X
Personal control IPQ-R .74 X X X
Treatment control IPQ-R .72 X X X
Illness coherence IPQ-R .80 X X X
Emotional IPQ-R .85 X X X
representations
Cause - diet or IPQ-R X X X
eating habits
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Figure 4.2 Clinic flow diagram
Yes No
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i) S e s s io n  1 (Tim e 1, B aseline)
Patients attended the clinic and had a brief medical history taken by the nurse (see 
Appendix 17). If at this stage any patients were found to have met any of the 
exclusion criteria, they were informed that they were not able to attend the clinic, 
and if necessary were referred back to their GP. Patients who had no history of 
conditions listed as exclusion criteria were then given a patient information sheet 
about the clinic (see Appendix 5) and consent form to sign (see Appendix 6). 
Patients were then asked to complete a battery of Baseline questionnaires.
Once the Baseline questionnaires were completed, patients were given a basic 
explanation about the role of the clinic which they had the opportunity to discuss 
with the nurse. The nurse then provided the patient with a food and symptom diary 
(see Appendix 18) to complete for the following seven days and explained to the 
patient how it should be completed.
The nurse then made an appointment to see the patient seven days later. After the 
appointment the nurse completed a G P  letter (see Appendix 7) to inform the 
patient’s G P  that they were taking part in the clinic (provided that the patient had 
consented to this).
ii) S e s s io n  2
At the second session, the patient and nurse discussed and elaborated the food and 
symptom diaries that the patient had completed in the previous week. The nurse 
then explained the Healthy Eating diet to the patient. Patients were given 
information about the role of the food intolerance clinic, the nature of food allergy 
and food intolerance, common culprit foods in food intolerance, the nature of a 
healthy diet, tips to help change eating behaviour, foods to avoid whilst on the 
healthy diet, and foods to eat whilst on the healthy diet (see Appendix 15). .
Patients were also provided with food and symptom diaries for a further two weeks, 
and asked to continue completing them daily. At the end of the session, the nurse 
arranged the next appointment with the patient, for two weeks later.
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iii) S e s s io n  3 (Tim e 2, e n d  o f  H ealthy Eating diet)
At the beginning of the third session the patient and nurse discussed the previous 
two weeks, and how the patient was feeling. The nurse used the food and symptom 
diary as a reference tool to aid the patient’s memory. The nurse and patient then 
made a decision about whether the patient felt better and was to be discharged from 
the clinic, or whether the patient still had symptoms and would like to continue on to 
the Wheat and Dairy-Free diet.
a) If the patient felt b etter and w as discharged from the clinic
If the patient reported feeling better having followed the Healthy Eating diet for two 
weeks, the nurse discharged the patient at this stage. The nurse completed a ‘way 
forward’ letter for their patient (see Appendix 19), which detailed the main problems 
they had been experiencing, and the recommendations for the future. Patients then 
completed the second battery of questionnaires. After the appointment, the nurse 
sent a discharge letter to the patient’s G P  to inform them of the patient’s progress 
and discharge from the clinic (see Appendix 20).
b) If the patient did not feel better and w ished to continue
If the patient was still experiencing symptoms they were recommended by the nurse 
to continue on to the Wheat and Dairy-Free diet to examine the role of these foods 
in their diet. The patients were first asked to complete the second battery of clinic 
measures, and were then given information by the nurse about the two week Wheat 
and Dairy-Free diet (see Appendix 16). The patients were given information about 
what they should eat, and what foods they should avoid, as well as some wheat and 
dairy free meal plans. Patients were again asked to complete food and symptom 
diaries for the following two weeks. At the end of this visit, the nurse and patient 
also made a final appointment at the clinic for two weeks later.
iv) S e s s io n  4 (Tim e 3, e n d  o f  W heat a n d  Dairy-Free diet)
At the final session of the food intolerance clinic the patient and nurse discussed the 
previous two weeks and how the patient was feeling. The nurse used the food and 
symptom diary as a reference tool to aid the patient’s memory. All patients
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completed the final battery of measures and were discharged from the clinic, with 
recommendations for the future depending on their clinic outcome.
a) If the patient reported feeling better
If the patient reported feeling much better on the Wheat and Dairy-Free diet, the 
nurse discharged the patient from the clinic, and provided the patient with a 'way 
forward’ information sheet (see Appendix 19), which recommended suitable 
multivitamin and calcium supplements that the patient should take if continuing to 
avoid wheat and dairy foods. The nurse referred the patient back to their GP, with 
the advice that it would be worthwhile for them to visit the community dietician for 
help with the reintroduction of foods. After the appointment the nurse sent a 
discharge letter to the G P  to inform them that the patient had been discharged, and 
to recommend that they make a follow-up appointment to see this patient.
b) If the patients had followed the W heat and Dairy-Free diet but did not feel better  
In the instance that at a patient’s final visit to the nurse they reported no 
improvement in their symptoms, yet had adhered to the Wheat and Dairy-Free diet, 
the nurse recommended that they reintroduce these foods, and make a further 
appointment with the G P  to discuss their health symptoms. The nurse completed a 
‘way forward’ information sheet for the patient, which indicated that their diet did not 
seem to be influencing their health symptoms, and recommended that they return to 
their G P  for further help if necessary. After the final visit, the nurse sent a discharge 
letter to the patient’s G P  informing them of the patient’s situation.
v) Follow -up (th ree  m o n th s  p o s t  clin ic a tten dan ce)
Three months after the patients’ final clinic visit the nurse contacted the patient by 
telephone or post (see Appendix 13). The patients were asked questions 
concerning their general health, symptoms, and whether they continued to follow the 
Healthy Eating or Wheat and Dairy-Free diet.
4.4.6 Exceptions
For the majority of participants this protocol was followed. However, a very small 
minority of patients ended their clinic attendance after the Health Eating diet, not
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because they reported feeling better but because they no longer wanted to attend. 
In addition a very small minority continued onto the Wheat and Dairy-Free diet, not 
because they didn’t feel better but because they wanted to try this new way of eating 
under the supervision of the nurse.
4.4.7 Ethical considerations
Ethical approval for the food intolerance clinic was obtained from the N H S  M R E C  
(West Glasgow), and from the University of Surrey Ethics Committee. Research 
and development approval was also gained from each of the four Primary Care 
Trusts within which the G P  surgeries were based.
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4.5 Results
4.5.1 Overview
i) T erm in ology
In order to maintain clarity and consistency within the results sections the following 
terminology will be used to refer to different groups within the analysis.
Whole sample - All participants who attended the clinic at Baseline visit 
Drop-out 1 - Participants that dropped out after having attended the first 
session of the clinic
Drop-out 2 - Participants that dropped out after having attended the first and 
second session of the clinic
Completers - Participants that completed the intervention, either to the end 
of Healthy Eating diet (T2) or to the end of the Wheat and Dairy-Free diet 
(T3)
The completers can be further divided into:
♦ H E  group - Participants that were discharged having completed the 
Healthy Eating diet only (discharged at T2)
♦ H E W D  group - Participants that were discharged having completed 
both the Healthy Eating diet and the Wheat and Dairy-Free diet 
(discharged at T3)
Time 1 - Session 1, at which Baseline data was collected
Time 2 - Session 3 at which data at the end of the Healthy Eating diet was
collected
Time 3 - Session 4 at which data at the end of the Wheat and Dairy-Free 
diet was collected
End - Point of discharge from the clinic at which data was collected
ii) E x clu sion s from  a n a ly se s
Prior to data analysis, the data file was thoroughly screened to check for and correct 
any errors. Data screening led to the exclusion of six participants from the analysis 
as their Baseline data was missing. These patients for various reasons had taken 
the Baseline questionnaires away with them to return at the following session (this 
was not recommended protocol), and had not returned to the clinic for the following 
session. Therefore, these six participants were excluded from analysis.
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iii) Data a n a ly s is
Analysis was undertaken using the Statistical Package for Social Sciences (SPSS). 
Statistical analyses were conducted in several ways in order to explore the aims 
(see Section 4.3). Each Section of results will explore one of the aims as detailed 
below.
a) Clinic attendance (Aim A (i)) (Section 4.5.2)
The number of individuals who attended each session and dropped out was 
explored. Furthermore, the characteristics of the whole sample who attended the 
clinic at Baseline were detailed using descriptive statistics.
b) Drop-outs vs. com pleters (Aim A (ii)) (Section 4.5.3)
Differences between individuals who completed the intervention compared to 
individuals who dropped out were explored with descriptive statistics, t-tests for 
parametric data and chi-square tests for categorical data. In particular the analysis 
considered whether there were any differences between completers and drop-outs 
in terms of demographics, perceptions of food allergy/food intolerance, and 
symptom experience.
c) Baseline differences betw een  HE group and HEWD group (Aim A (iii)) (Section
4.5.4)
Differences between the H E  group and H E W D  group at Baseline were explored in 
terms of demographics, perceptions of food allergy/intolerance, symptom 
experience, health status, mood, and illness cognitions. T-tests were used for 
continuous data and chi-square tests were used for categorical data.
d) Interrelationship betw een  variables at Baseline (Aim B (i)) (Section 4.5.5) 
Pearson’s correlations were conducted to consider whether there were any 
interrelationships between symptom experience, health status, mood and illness 
cognitions at Baseline.
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e) Baseline to en d  o f Healthy Eating diet (Aim C (i)) (Section 4.5.6)
This analysis involved comparing both the H E  group and H E W D  groups at T2. 
Mixed design A N O V A s  were used to explore differences between the groups (HE 
group/HEWD group) over time (Baseline - T2) on the dependent variables of 
symptom experience, health status, mood, and illness cognitions.
f) Baseline to en d  o f intervention (Aim C (ii)) (Section 4.5.7)
This analysis involved comparing the H E  group at T2 with the H E W D  group at T3. 
Mixed design A N O V A s  were used to explore differences between the groups (HE 
group/HEWD group) between Baseline and end of clinic intervention (T2 for H E  
group and T3 for H E W D  group) on the dependent variables of symptom experience, 
health status, mood, and illness cognitions.
g) Changes for HEWD group only betw een  Time 2 and Time 3 (Aim C (iii)) (Section  
4.5.8)
This analysis involved only the H E W D  group, between T2 and T3. Paired samples 
t-tests were also conducted for the patients in the H E W D  group to explore whether 
there were any significant differences between the end of the Healthy Eating diet 
and the end of the Wheat and Dairy-Free diet (T2-T3) on the variables of symptom 
experience, health status, mood and illness cognitions.
h) Baseline variables predicting sym ptom  changes (Aim D (i)) (Section 4.5.9)
This analysis involved Baseline variables (T1) predicting outcomes at the end of 
clinic (T2 - H E  End and T3 - H E W D  End). Multiple regression analyses were 
conducted to investigate whether any Baseline factors (demographics, health status, 
mood, illness cognitions) could predict changes in symptom experience. Change 
variables were calculated by deducting Baseline scores from End Point scores for 
the symptom variables (number of symptoms, number of symptoms attributed to 
food, symptom frequency, and symptom severity).
123
i) Changes in health status, mood, and cognitions predicting symptom change (Aim
D (ii)) (Section 4.5 .10)
Further multiple regression analyses were conducted to investigate whether 
reported changes in health status, mood and illness cognitions during the 
intervention (Baseline and End for both groups) predicted outcomes in symptom 
experience. Again all change scores were calculated by deducting the Baseline 
score from the End Point scores.
j) Follow-up 3 months post clinic attendance (Aim E (i)) (Section 4.5.11)
A repeated measures ANOVA was conducted to consider changes in participants’ 
general health between Baseline T1, End (T2 - HE, T3 - HEWD) and 3 month follow- 
up. Paired samples t-test were conducted as post hoc tests. The data was also 
summarised to describe how many clinic attendees were still following the Healthy 
Eating and Wheat and Dairy-Free diet.
iv) Normality
In order to test normality of the variables in the analyses, normality distributions 
were eyeballed for skewness and kurtosis. Furthermore Kolmorgorov-Smirnov tests 
were conducted. For the most part these tests revealed non significant results; 
however a few variables revealed a significant Kolmorgorov-Smirnov statistic in the 
Healthy Eating group (e.g. illness coherence, timeline cyclical). The limitations of 
Kolmorgorov-Smirnov tests are that with large samples a small deviation from 
normality can produce a significant result (Field, 2005). Tabachnick and Fidell 
(1996) argue, however, that deviations from normality are less serious with larger 
samples, and that ANOVAs are fairly robust. Nevertheless, to test normality further, 
z scores for skewness and kurtosis were calculated and variables which achieved 
within the +/- 3.29 range were considered to be normally distributed. All variables 
were found to be within these ranges, and therefore parametric tests were 
conducted. In addition to t-tests and ANOVAs the Levene’s test for homogeneity of 
variances was employed and, where violated, the tests statistic for equal variances 
not assumed was reported in the results.
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v) Alpha levels
A more conservative alpha level of p = .01 was applied due to the multiple number 
of tests being conducted.
vi) Effect sizes
Where significant results were found in the analyses, effect sizes were reported to 
indicate the strength of association. For t-tests, Pearson’s r was calculated to 
indicate effect size (Field, 2005), and for chi-squared tests Cramer’s V is reported, 
both using Cohen’s (1988) criterion: .1 = small effect, .3 = medium effect and .5 = 
large effect.
For the ANOVAs, partial eta squared (partial q2) is reported as an indication of effect 
size (Rosenthal & Rosnow, 1991). The criteria for this are as follows: partial r\2 = 
.01, small effect; partial r\2 = .06, medium effect; and partial r\2 = .14, large effect 
(Clark-Carter, 1997). Where analyses were conducted that were concerned with the 
relationship between variables (regression), effect sizes were demonstrated through 
R2 to show the proportion of variance explained.
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Table 4.2 details the number of participants that attended each session at the clinic 
together with the number that dropped out at each stage. Of the initial sample of 
participants who attended the clinic at Baseline just over half (53.4%) completed the 
intervention. The majority of those who completed the intervention (n = 150) were 
discharged after the Healthy Eating diet (70.7%), however just under a third (29.3%) 
continued on to the Wheat and Dairy-Free diet.
4.5.2 Clinic attendance
Table 4.2 Clinic attendance numbers
Attender category n (%)
Whole sam ple
Total number of patients that attended Session 1 (T1)
281 (100.0)
Drop-out 1
Dropped out after Session 1
71 (25.3)
S essio n  2 attenders
Total number of patients that attended Session 2
210 (74.7)
Drop-out 2
Dropped out after Session 2
52 (18.5)
Completers
Total number of patients that completed intervention
150 (53.4)
HE group
Completed Healthy Eating diet, discharged at Session 
3 (T2)
106 (37.7)
HEWD non - completers
Completed Healthy Eating diet, continued to Wheat 
and Dairy-Free diet, but did not complete
8 (2.8)
HEWD group
Completed Wheat and Dairy-Free diet, discharged at 
Session 4 (T3)
44 (15.7)
Participant demographics for all participants who attended Session 1 are detailed in 
Table 4.3. The average age of the sample was 41.44 years, ranging from 1 8 - 8 6  
years. In terms of educational level, the majority of the sample reported having a 
degree. Over three quarters of the participants that attended the clinic at Baseline 
were female and over 80% classified themselves as white.
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Table 4.3 Demographics for whole sample
Variable n (%)
Age
Mean 41.44
SD 14.55
Range 18- 86
Gender
Male 62 (22.1)
Female 219 (77.9)
Education
Degree 114 (43.2)
Higher educ. < degree 28 (10.6)
‘A’ level & equiv. 23 (8.7)
GCSE & equiv. 57 (21.6)
None 42 (15.9)
Education -  2 levels
Higher educ. 142 (53.8)
School educ. 122 (46.2)
Ethnicity
White 225 (81.2)
Mixed 6 (2.2)
Asian 5 (1.8)
Black 25 (9.0)
Chinese 3 (1.1)
Other 13 (4.7)
Ethnicity - 2 levels
White 225 (81.2)
Non-white 52 (18.8)
Sample size = 281
Table 4.4 Perceptions of food allergy and food intolerance for whole sample
Variable n (%)
Perceived food allergy
No 199 (72.9)
Yes 74 (27.1)
Perceived food intolerance
No 93 (33.6)
Yes 184 (66.4)
Mutually exclusive groups
FA only 18 (6.6)
FI only 124 (45.4)
Both FA & FI 56 (20.5)
Neither 75 (27.5)
If allergic (n = 74) avoid foods
No 17 (23.0)
Yes 57 (77.0)
If intolerant (n = 184) avoid foods
No 91 (50.0)
Yes 91 (50.0)
If allergic (n = 74) been tested
No 60 (81.1)
Yes 14 (18.9)
If intolerant (n = 184) been tested
No 170 (92.9)
Yes 13 (7.1)
If intolerant (n = 184) seen G P
No 105 (59.0)
Yes 73 (41.0)
Sample size = 281
With regard to participants’ perceptions of food allergy and food intolerance, Table
4.4 shows that the majority of people did not think that they had a food allergy, but 
that two thirds of the sample reported a food intolerance. When considered as 
mutually exclusive groups, it appears that a very few people perceived having a food 
allergy only, and that the majority reported having food intolerance only. The 
percentage of people who reported food avoidance was higher in individuals 
reporting food allergy than food intolerance. Furthermore, a higher number of
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people reporting food allergy also reported having had a test for food allergy than 
those reporting food intolerance. The majority of people (nearly 60%) who reported 
food intolerance had not sought help for their food intolerance from their GP.
Table 4.5 Types of symptoms reported for whole sample
Rank Type of symptorn n (% )
1 Bowel 212 (75.4)
2 Tiredness 145 (51.6)
3 Stomach 132 (47.0)
4 Headache 112 (39.9)
5 Skin reactions 89 (31.7)
6 Mood 76 (27.0)
7 Eye/nose 60 (21.4)
8 Joint pain 43 (15.3)
9 Water retention 38 (13.5)
10 Chest 37 (13.2)
11 Mouth 32 (11.4)
12 Mouth ulcers 28 (10.0)
13 Anaphylaxis 7 (2.5)
Sample size = 281
The frequency of reported symptoms in individuals attending the food intolerance 
clinics are detailed in Table 4.5. The most commonly reported symptoms were 
bowel symptoms, tiredness, stomach symptoms and headaches.
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There were a large number of drop-outs throughout the clinic intervention (see Table 
4.2), of which the majority dropped out after Session 1 or Session 2. At the end of 
Session 3 (T2) there were eight participants who agreed to continue on to the Wheat 
and Dairy-Free diet that then dropped out of the trial and did not return to the clinic 
for Session 4 (T3). These eight individuals have been considered as drop-outs 
rather than as individuals who completed as far as Session 3, (as their intention was 
to continue on, based on the assumption that they still had symptoms and wanted to 
try a further intervention) and therefore their data has been removed from 
subsequent analyses.
As previously detailed (see Table 4.2) there were 71 drop-outs after the first clinic 
session, and 52 more drop-outs after having attended the second clinic session. 
Statistical analyses were conducted to examine whether there were any differences 
between participants who completed the intervention, and participants who dropped 
out. T-tests and chi-squared analyses revealed that there were no differences 
between completers and drop-outs in terms of age, gender, educational status and 
ethnicity (see Table 4.6).
4 .5 .3  D ro p -o u ts  v s .  c o m p le te r s
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Com pleters D-out 1 D-out 2 D-out 1 vs.
(n = 150) (n * 7 1)  (n = 52) completers
Table 4.6 Demographics for completers, drop-out 1 and drop-out 2
0
'%)
t l  V 2 A
D -o u t 2 v s .
c o m p le te r s
Age
Mean 43.57 39.16 39.35 t = -2.03 t = -1.82
SD 15.04 14.90 12.47 df = 217 df = 199
Range 16- 82 1 8 - 86 18- 66 p = .043 p = .071
Gender
Male 38 12 11 X2 = 1.96 X2 = .37
(25.3) (16.9) (21.2) p = .17 p = .58
Female 112 59 41
(74.7) (83.1) (78.8)
Education
Degree 68 22 22
(47.2) (34.9) (44.9)
Higher educ. <degree 13 7 6
(9.0) (11.1) (12.2)
‘A’ level & equiv. 10 9 4
(6.9) (14.3) (8.2)
GCSE & equiv. 30 12 11
(20.8) (19.0) (22.4)
None 23 13 6
(16.0) (20.6) (12.2)
Education - 2 levels
Higher educ. 81 29 28 X2 = 1.84 x2 = 0.01
(56.3) (46.0) (57.1) p = .23 p = .91
School educ. 63 34 21
(43.8) (54.0) (42.9)
Ethnicity
White 123 57 38
(82.6) (82.6) (74.5)
Mixed 2 2 2
(1-3) (2.9) (3.9)
Asian 3 1 1
(2.0) (1.4) (2.0)
Black 11 6 7
(7.4) (8.7) (13.7)
Chinese 2 0 1
(1.3) (0.0) (2.0)
Other 8 3 2
(5.4) (4.3) (3.9)
Ethnicity - 2 levels
White 123 57 38 X2 = 0.00 X2 = 1.57
(82.6) (82.6) (74.5) p = .99 p = .21
Non-white 26 12 13
(17.4) (17.4) (25.5)
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With regard to perceptions of food allergy and food intolerance, chi-square tests 
revealed that there were no significant differences between the drop-out groups and 
completers in terms of perceptions of food allergy (see Table 4.7). However, it is 
worth noting that the difference between completers and drop-outs in terms of 
perceptions of food intolerance was close to significance. Completers were more 
likely to report perceived food intolerance than participants who dropped out after 
the first session (Cramer’s V = .17) although this did not meet the more stringent 
alpha level and the Cramer’s V statistic revealed a small effect.
Table 4.7 Perceptions of food allergy/food intolerance for completers, drop-out 1 and
drop-out 2
Com pleters 
Variable (n = 150)
<%)
D-out 1 
(n = 7 1)  
n
(%)
D-out 2 
(n = 52) 
n
(%)
D-out 1 vs. 
completers
x2/ p
D-out 2 vs. 
completers 
x2ip• -.V- ' '■ . - V
Perceived food allergy
No 112 51 31 x2 = 0.20 X2 = 4.08
(76.7) (73.9) (62.0) p = .73 p = .06
Yes 34 18 19
(23.3) (26.1) (38.0)
Perceived food intolerance
No 42 32 16 X2 = 5.98 X2 = 0.24
(28.4) (45.1) (32.0) p = .02 p = .72
Yes 106 39 34
(71.6) (54.9) (68.0)
Mutually exclusive groups
FA only 6 5 7
(4.1) (7.2) (14.0)
FI only 76 24 22
(52.1) (34.8) (44.0)
Both FA & FI 28 13 12
(19.2) (18.8) (24.0)
Neither 36 27 9
(24.7) (39.1) (18.0)
In considering whether there were any differences in reported symptom experience 
between those individuals who completed the clinic intervention and those who 
dropped out, t-tests revealed that there were no significant differences between the 
groups in terms of the total number of symptoms, the number of symptoms 
attributed to food, symptom frequency and symptom severity (see Table 4.8).
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Table 4.8 Symptom experience for completers, drop-out 1, and drop-out 2
Com pleters 
Variable (n = 150)
D-out 1 
(n = 7 1)
D-out 2 
(n = 52)
D-out 1 vs. 
completers 
t / p
D-out 2 vs. 
completers 
t / p
No. of symptom s
Mean
SD
11.51
4.81
12.11
5.63
12.29
6.17
t = 0.83 
p = .41 
df = 219
t = 0.83 
p = .35 
df = 73.6
No. of symptom s 
attributed to food
Mean
SD
4.31
3.49
3.93
4.30
4.23
3.11
t = -0.67 
p = .51 
df = 203
t = -0.15
p = .88
df = 189
Symptom frequency
Mean
SD
3.26
0.60
3.13
0.59
3.39
0.63
t = -1.44 
p = .15 
df = 219
t = 1.38 
p = .17 
df = 199
Symptom severity
Mean
SD
3.08
0.62
2.94
0.67
3.17
0.64
t = -1.49 
p = .14 
df = 213
t = 0.84 
p = .40 
df = 195
i) Description of completers
The previous 3 tables (Table 4.6, Table 4.7 and Table 4.8) and the following table 
(Table 4.9) detail the participant demographics, perceptions of food allergy/ 
intolerance, symptom experience and help-seeking behaviours for those participants 
who completed the clinic intervention. The average age of completers was 43.57 
years (range 16 - 82), and the majority were female. Almost 50% of the completers 
reported having a degree, and the majority were white. These demographics reflect 
those of the whole sample seen at Baseline (Table 4.3), which suggests that there 
were not any particular demographic factors that were linked to dropping out of the 
study. Table 4.7 demonstrated that a larger proportion of the sample perceived 
themselves as having food intolerance than food allergy, and it is interesting to note 
that 25% of respondents reported at Baseline that they did not think they had food 
allergy or food intolerance.
Furthermore, food avoidance, testing for allergy/intolerance and help-seeking from 
the GP (see Table 4.9) were reported in very similar proportions in completers to the 
whole sample at Baseline (see Table 4.4). Reported food avoidance was higher in
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individuals with perceived food allergy than with perceived food intolerance. 
Furthermore, more individuals reported taking an allergy test than an intolerance 
test. Again, around 60% of the sample reported not having sought help from their 
GP for their food intolerance.
With regard to symptoms experience (Table 4.8), it can be seen that the mean 
number of symptoms reported by completers was 11.51, and that an average of 
4.31 symptoms were reported as being caused by food. Table 4.13 shows the types 
of symptoms reported by completers, and reveals that the majority of the sample 
reported bowel symptoms (nearly 80%), half of the sample reported tiredness 
(54.7%) and 46.7% reported stomach symptoms.
Table 4.9 Food avoidance, testing and help-seeking from GP for completers
I I  • I 1Variable n (%)
If allergic (n = 34), avoid foods
No 7 (20.6)
Yes 27 (79.4)
If intolerant (n = 106), avoid foods
No 50 (48.1)
Yes 54 (51.9)
If allergic (n = 34), been tested
No 27 (79.4)
Yes 7 (20.6)
If intolerant (n = 106), been tested
No 99 (94.3)
Yes 6 (5.7)
If intolerant (n = 106), seen G P
No 66 (62.9)
Yes 39 (37.1)
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From this point forward, the group of completers (n = 150) will be subdivided into 
those that completed and were discharged at the end of the Healthy Eating diet (HE 
group) (n = 106) and those that completed both the Healthy Eating and the Wheat 
and Dairy-Free diet (HEWD group) (n = 44). The two groups will be compared using 
t-tests and chi-squares to consider whether there were any differences between the 
groups at Baseline.
i) Demographics
The results of the statistical analyses detailed in Table 4.10 shows that there were 
no significant differences between the HE group and HEWD group in terms of age, 
educational attainment or ethnicity. However, a chi-squared test did reveal a 
significant difference between the groups in terms of gender. There were 
significantly more women in the HEWD group than the HE group, which means that 
women were more likely than men to continue on to the Wheat and Dairy-Free diet 
having completed the Healthy Eating diet.
4 .5 .4  B a s e lin e  d if f e r e n c e s  b e tw e e n  HE g ro u p  a n d  HEW D g r o u p
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Table 4.10 Demographics for HE group and HEWD group at Baseline
Variable
HE group 
(n = 106) 
n
(%)
HEW D group 
<%"
. < * •  .
Age
Mean 42.90 45.16 t = -0.83 .406
SD 15.52 13.87 df = 147
Range 16- 82 17- 69
Gender
Male 33 5 X2 = 6.42 .01
(31.1) (11.4)
Female 73 39
(68.9) (88.6)
Education
Degree 45 23
(44.6) (53.5)
Higher educ. < degree 11 2
(10.9) (4.7)
‘A’ level & equiv. 9 1
(8.9) (2.3)
GCSE & equiv. 20 10
(19.8) (23.3)
None 16 7
(15.8) (16.3)
Education -  2 levels
Higher educ. 56 25 X 2  = 0.09 .86
(55.4) (58.1)
School educ. 45 18
(44.6) (41.9)
Ethnicity
White 86 37
(81.9) (84.1)
Mixed 2 0
(1.9) (0.0)
Asian 2 1
(1.9) (2.3)
Black 10 1
(9.5) (2.3)
Chinese 1 1
(1.0) (2.3)
Other 4 4
(3.8) (9.1)
Ethnicity - 2 levels
White 86 37 X2 = 0.10 .82
(81.9) (84.1)
Non-white 19 7
(18.1) (15.9)
1 3 6
There were no differences between the two groups in terms of perceived food 
allergy and perceived food intolerance. Again, the mutually exclusive categories 
demonstrate that few individuals who came to the clinic perceived themselves as 
having a food allergy only. However, 27.9% of the HE group and 16.7% of the 
H E W D  group reported no perceived food allergy or intolerance at Baseline (see 
Table 4.11). For both groups the majority of participants reported that they had not 
sought help from their G P  regarding their food intolerance.
Table 4.11 Perceptions of food allergy and food intolerance for HE group and HEWD
ii) Perception o f  fo o d  allergy/intolerance
group at Baseline
Variable
H E Group  
(n = 106)
/?
(%)
HEW D Group  
(n = 44) 
n
(%)
x2 P
Perceived food allergy
No 81 31 x2 = 0.28 .67
(77.9) (73.8)
Yes 23 11
(22.1) (26.2)
Perceived food intolerance
No 32 10 X2 = 0.78 .43
(30.5) (23.3)
Yes 73 33
(69.5) (76.7)
Mutually exclusive groups
FA only 3 3
(2.9) (7.1)
FI only 52 24
(50.0) (57.1)
Both FA & FI 20 8
(19.2) (19.0)
Neither 29 7
(27.9) (16.7)
Have you seen a G P
No 43 23 X2= 1.60 .27
(58.9) (71.9)
Yes 30 9
(41.1) (28.1)
Table 4.12 shows that there were no significant differences between the HE group 
and H E W D  group at Baseline in terms of food avoidance behaviours; the groups
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were equally likely to report avoidance behaviour. The frequencies for reported 
testing for food allergy and food intolerance revealed that very few participants had 
taken tests for allergy or intolerance. Statistical tests were unable to be conducted 
to examine differences between the groups as chi-squared tests reported expected 
cell counts of less than 5 meaning that the assumptions on which the test is based 
were violated.
Table 4.12 Food avoidance and testing for HE group and HEWD group at Baseline
Variable
H E Group  
(n = 106) 
n
HEWD Group  
(n = 44)
n
m m
x
If allergic (n = 23) (n = 11)
Avoid foods
No 5 2
(21.7) (18.2)
Yes 18 9
(78.3) (81.8)
If intolerant (n = 73) (n = 33)
Avoid foods
No 35 15
(49.3) (45.5)
Yes 36 18
(50.7) (54.5)
If allergic (n = 23) (n = 11)
Tested
No 21 6
(91.3) (54.5)
Yes 2 5
(8.7) (45.5)
If intolerant (n = 73) (n = 33)
Tested
No 69 30
(95.8) (90.9)
Yes 3 3
(4.2) (9.1)
0.06 .81
0.13 .83
iii) Symptom experience
Table 4.13 demonstrates that for both the H E  group and the H E W D  group the types 
of symptoms being reported were similar. For the H E W D  Group there were slightly 
higher frequencies of reported symptoms for most types of symptoms. Table 4.14
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shows that there were again no statistically significant differences between the two 
groups in terms of their symptom experiences at Baseline. Therefore, there were no 
differences in terms of total number of symptoms reported, total number of 
symptoms attributed to food, frequency or severity of symptoms. However, it is 
worth noting that the difference between the HE group and the H E W D  group in 
terms of number of symptoms was close to significance. Individuals in the H E W D  
group were more symptomatic than those in the HE group, reporting an average of 
almost two symptoms more per person. However, the effect size was also small (r = 
.17).
Table 4.13 Type of symptoms reported by completers, HE group and HEWD group
- ' ■
Type of symptom
Com pleters 
(n = 150) 
n Rank  
(%)
HE Group  
(n = 106) 
n Rank
(%)
HEW D Group  
(n = 44) 
n Rank
(%)
Bowel 119 1 80 1 39 1
(79.3) (75.5) (88.6)
Tiredness 82 2 55 2 27 2
(54.7) (51.9) (61.4)
Stomach 70 3 46 3 24 3
(46.7) (43.4) (54.5)
Headache 58 4 39 4 19 4
(38.7) (36.8) (43.2)
Skin 42 5 28 5 12 6
(28.0) (26.4) (27.3)
Mood 36 6 22 7 11 7
(24.0) (20.8) (25.0)
Eyes/nose 33 7 24 6 14 5
(22.0) (22.6) (31.8)
Joint pain 24 8 11 9 10 8
(16.0) (10.4) (22.7)
Water retention 19 9 11 9 8 9
(12.7) (10.4) (18.2)
Chest 18 10 14 8 4 11
(12.0) (13.2) (9.1)
Mouth 15 11 10 11 4 11
(10.0) (9.4) (9.1)
Mouth ulcers 14 12 10 11 7 10
(9.3) (9.4) (15.9)
Anaphylaxis 2 13 1 13 1 13
(1.3) (0.9) (2.3)
1 3 9
Table 4.14 Symptom experience for HE group and HEWD group at Baseline
Variable
Tim e 1 
H E Group HEW D Group  
(n = 106) (n = 44)
t df P
No. of sym ptom s
Mean
S D
10.99
4.70
12.75
4.89
-2.06 148 .04
No. of sym ptom s  
attributed to food
Mean
S D
4.09
3.22
4.86
4.06
-1.20 141 .232
Symptom
frequency
Mean
S D
3.26
0.59
3.24
0.61
0.19 148 .85
Symptom severity
Mean
S D
3.06
0.61
3.11
0.64
-0.45 145 .65
iv) Health status
Table 4.15 shows that there were no significant differences between the HE group 
and H E W D  group at Baseline in terms of physical or mental subjective health status. 
Participants reported similar levels of physical and mental health in the H E  and the 
H E W D  group.
Table 4.15 Health status for HE group and HEWD group at Baseline and Norms
, ______ . Time 1
Variab,e population* Hf G r° uP H E W D G r° uP
(n = 106) (n = 44)
t df P
Physical component 
sum m ary
Mean 49.18 53.74 
S D  8.45
52.95
10.10
.49 144 .63
Mental component 
sum m ary
Mean 52.20 57.43 
S D  9.10
54.43
9.95
1.76 144 .08
a -  1998 General Population norms (1 week recall), n = 212 (Ware, 2001)
1 4 0
In considering the psychological health status of the sample in this study, it is 
relevant to draw comparisons to population norms2. As Table 4.15 demonstrates, 
the SF-8 scores for both the HE group and the H E W D  group were slightly higher 
than the U S  population norms.
v) Mood
Further t-tests also revealed no significant differences between the HE group and 
the H E W D  group at Baseline in terms of mood disturbance (see Table 4.16) or 
psychological distress.
Table 4.16 Mood for HE group and HEWD group at Baseline
Variable
Time 1
H E Group HEW D Group t 
(n = 106) (n = 44)
df P
Total POMS score
Mean 17.84 17.80 0.02 146 .99
S D 19.52 16.94
Total G H Q -12  score
Mean 11.97 12.95 -0.90 62.7 .37
S D 4.83 6.43
vi) Illness cognitions
T-tests also revealed that the HE and H E W D  groups were not significantly different 
in terms of their illness cognitions at Baseline (Table 4.17).
Table 4.17 Illness cognitions for HE group and HEWD group at Baseline
2 There were no norms available for the POMS or GHQ-12 and so these comparisons were not 
conducted.
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Variable
Tim e 1 
HE Group HEW D Group  
(n = 106) (n = 44)
t df P
Timeline
Mean
S D
3.01
0.59
2.86
0.67
1.28 147 .20
Timeline cyclical
Mean
S D
3.24
0.71
3.25
0.69
-0.11 147 .91
Consequences
Mean
S D
2.76
0.63
2.72
0.71
0.31 147 .76
Personal control
Mean
S D
3.50
0.58
3.54
0.67
-0.30 146 .77
Treatment control
Mean
S D
3.65
0.54
3.58
0.51
0.72 146 .47
Illness coherence
Mean
S D
2.71
0.71
2.81
0.71
-0.83 147 .41
Emotional representations
Mean
S D
2.83
0.72
2.79
0.94
0.30 147 .76
Ca u se -  diet
Mean
SD
4.02
0.78
3.79
0.75
1.66 143 .10
4.5.5 Interrelationship between variables at Baseline
i) Relationships between symptoms, mood, health status and illness 
cognitions
Pearson’s correlations were conducted to consider the relationship between 
symptom reporting and illness representations (see Table 4.18). The analysis 
revealed a significant positive correlation between total number of symptoms and
1 4 2
the consequences dimension. Therefore, individuals who reported more symptoms 
reported more severe consequences. Furthermore, when considering specifically 
the number of symptoms attributed to food, positive correlations were found with the 
personal control and treatment control dimensions. So it can be seen that a higher 
reporting of symptoms attributed to food was associated with a higher belief in being 
able to control symptoms, or that the treatment would be able to control symptoms.
Correlations were also conducted to consider the relationship between symptoms 
and health status. The analysis revealed significant positive relationships between 
total number of symptoms and mood (POMS total and GHQ total), and significant 
negative relationships between total number of symptoms and mental health status 
(MCS). Therefore individuals who reported more symptoms also reported higher 
mood disturbance, more psychological distress and poorer mental health. There 
were no significant correlations between the number of symptoms attributed to food 
and mood or health status.
Table 4.18 Correlations between Baseline symptoms, mood and illness cognitions
Variable No. of sym ptom s' » r  ^ S 8 * Sv No. of sym ptom s attributable to food
Timeline .05 -.05
Timeline cyclical .05 .13
Consequences 2 4 ** .17*
Personal control -.01 .2 2 **
Treatment control .06 .26**
Illness coherence -.11 .09
Emotional representations .12 .01
Cause -  diet .06 .10
POMS total .43** .15
GHQ  total .2 2 ** .14
P C S -.15 -.09
MCS -.33** -.16
*p<.05, **p<.01, ***p<.001
1 4 3
Correlations were also conducted to examine the relationship between the different 
dimensions of illness cognitions (see Table 4.19). Positive relationships were found 
between timeline beliefs and consequences and emotional representations. 
Therefore, a belief in a chronic timeline was associated with more severe 
consequences, and a stronger emotional response to the symptoms. A belief in a 
cyclical timeline was also found to be positively associated with consequences and 
negatively associated with illness coherence. Therefore, the more that individuals 
perceived their symptoms to be cyclical, the more severe they perceived the 
consequences to be and the less understanding individuals had of their symptoms.
A significant positive relationship was also found between illness coherence and 
control beliefs. Therefore, strong beliefs in personal control were linked to stronger 
beliefs in treatment control and stronger reports of understanding/having made 
sense of symptoms.
Furthermore, emotional representations were found to be positively correlated with 
timeline beliefs, and consequences, and negatively related to personal control 
treatment control. Therefore, the stronger the emotional responses an individual 
reported to their symptoms, the more severe consequences they reported and the 
more chronic timeline they thought their symptoms would have. Also, stronger 
emotional responses to the symptoms were linked to less feelings that the individual 
themselves or the treatment would be able to control the symptoms.
Finally, there were positive relationships between causal beliefs related to diet and 
personal control and treatment control. This means that a strong belief that diet or 
eating habits were the cause of individuals’ symptoms was related to an increased 
perception of being able to control personally the symptoms and an increased 
perception that treatment would control the symptoms.
ii) interrelationship be tw een  illness  cogn itions
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Table 4.19 Correlations between Baseline illness cognitions
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Timeline 1.00
Timeline
cyclical .10 1.00
Consequences .26** 2 4 ** 1.00
Personal
control -.21* .06 -.11 1.00
Treatment
control -.34** .04 -.14 .62** 1.00
Illness
coherence -.19* - .2 2 ** -.12 .34** .23** 1.00
Emotional
representations .36** .15 .58** -.2 2 ** -.28** -.21* 1.00
C au se -  dietI 
eating habits -.05 .04 .09 .40** .38** .14 -.12 1.00
*p<.05, **p<.01, ***p<.001
iii) Correlations between illness cognitions, health status and mood
Pearson’s correlations were also conducted to consider the relationship between 
illness cognitions and measures of mood and health status at Baseline (see Table 
4.20). The correlations revealed significant positive relationships between 
consequences and POMS and GHQ scores, and a significant negative correlation 
between consequences and MCS scores. Therefore, a belief that the symptoms 
had more severe consequences was related to increased mood disturbance, 
psychological distress and poorer mental health status at Baseline. The emotional 
representations dimension was also found to be positively related to POMS scores 
and negatively related to MCS scores. This means that stronger emotional 
responses to symptoms were related to poor mood and poor psychological health 
status. Finally a positive relationship was found between GHQ scores and the belief
1 4 5
that diet or eating habits were a cause of symptoms. So, reporting a belief that food 
caused symptoms was linked to increased psychological distress at Baseline.
Table 4.20 Correlations between Baseline illness cognitions, health status and mood
POMS
total
GHQ
total P C S M CS
Timeline .19* .20* .06 .06
Timeline
cyclical .02 .07 .05 .01
Consequences .37** .32** .20* -.28**
Personal
control .04 .09 -.12 .11
Treatment
control -.01 -.01 .06 .04
Illness
coherence -.09 .01 .04 -.02
Emotional
representations .24** .20* .02 -.26**
Ca u se -  diet1 
eating habits .19* .23** -.09 .24
*p<05, **p<-01. ***P<001
4.5.6 Baseline to end of Healthy Eating diet
Mixed design ANOVAs were conducted to compare the HE group and the HEWD 
group between Baseline and the Time 3 (end of Healthy Eating diet) (Group x Time 
respectively) to investigate whether there were any changes in symptoms, health 
status, mood or cognitions between the two time points.
i) S y m p to m s
As Table 4.21 indicates, the ANOVAs revealed significant main effects of time for 
total number of symptoms (partial r|2 = .39), number of symptoms attributed to food 
(partial rj2 = .13), symptom frequency (partial r|2 = -15) and symptom severity (partial 
r|2 = .12). This can be interpreted as showing that, regardless of which group 
participants were in, they reported significant improvements in symptoms
1 4 6
experienced between Time 1 and Time 2 (indicated by a reported decrease in 
number of symptoms experienced and decreased symptom severity and frequency). 
There were no significant main effects of group for the dependent variables 
measuring symptom experience, meaning that, if time was controlled for, there were 
no differences in the groups on all symptom measures. Furthermore, there were no 
significant time x group interactions found for total number of symptoms, total 
number of symptoms attributed to food, symptom frequency or severity, which 
indicates that neither group were reporting significantly more symptom 
improvements than the other between Time 1 and Time 2.
1 4 7
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ii) Health status
Mixed design ANOVAs revealed a significant effect for time for both physical (partial 
r|2 = .12) and mental health status (partial r|2 = .13). This means that, regardless of 
whether participants were in the HE group or HEWD group, they reported a 
significant improvement in physical and mental health status between Baseline and 
the end of the Healthy Eating diet. There were no main effects for group, so when 
controlling for time there were no differences in reported physical and mental health 
status between those participants in the HE group and those in the HEWD group. 
Also, there were no significant interactions which shows that neither group improved 
significantly more than the other in terms of health status between Baseline and the 
end of the Healthy Eating diet (see Table 4.22).
iii) Mood
Further ANOVAs were conducted to examine changes in mood with regard to the 
HE group and the HEWD group between Baseline and the end of the Healthy Eating 
diet (Table 4.23). Two ANOVAs revealed significant main effects of time for mood 
disturbance (POMS) and degree of psychological distress (GHQ). The effect sizes 
were partial q2 = .26 and partial r\2 = .22 respectively. Through examining Table 
4.23 it can be seen that all participants reported significantly reduced mood 
disturbance and significantly reduced psychological distress between Baseline and 
the end of the Healthy Eating diet. There were, however, no main effects for group, 
so, controlling for time, there were no differences between the groups in terms of 
reported levels of mood disturbance or psychological distress. There were also no 
statistically significant time x group interactions in the dependent variables of mood. 
This means that neither group reported a statistically greater improvement in mood 
(mood disturbance and psychological distress) than the other between Baseline and 
the end of the Healthy Eating diet.
1 4 9
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A series of mixed design ANOVAs were conducted to examine changes in illness 
cognition during the intervention in both the HE group and the HEWD group (see 
Table 4.24). A significant main effect for time was found for timeline (partial r|2 = 
.06), personal control (partial r|2 = .22), treatment control (partial v f  = .16), illness 
coherence (partial v f  -  .28), emotional representations (partial ri2 = .09) and cause- 
diet (partial r f  = .04). Considering these effects alongside the means it can be said 
that, regardless of which group participants were in, they reported a significant 
reduction between Baseline and the end of the Healthy Eating diet in timeline 
cognitions (i.e. they expected their illness to last a shorter amount of time), an 
increase in feelings of personal control of their symptoms, an increased belief that 
treatment could control their symptoms, and an increase in understanding of their 
symptoms (illness coherence). Furthermore, they reported a decrease in emotional 
responses to their symptoms and an increase in the belief that their symptoms were 
caused by diet or their eating habits. There were no significant main effects of time 
for the illness cognitions of timeline cyclical, and consequences. There were also no 
main effects of group that reached statistical significance; therefore, when 
controlling for time, there were no differences between the groups in terms of illness 
cognitions. There were, however, three time x group interaction effects that were 
significant which were timeline, illness coherence and personal control. The HE 
group demonstrated a significantly larger reduction in timeline beliefs between T1 
and T2 than the HEWD group (partial v f  = .07). This means that individuals in the 
HE group believed that their symptoms would last a significantly shorter amount of 
time than individuals in the HEWD group. Furthermore, the participants in the HE 
group also reported a significantly larger increase in personal control (partial r|2 = 
.04) and illness coherence beliefs (partial rj2 = .09) than individuals in the HEWD 
Group between Baseline and the end of the Healthy Eating diet. Therefore, 
between T 1 and T2 participants in the HE group reported feeling more in control and 
gaining more understanding of their symptoms than individuals in the HEWD group.
iv) Illness cogn itions
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Following on from the statistical analysis to examine whether there were any 
differences between the HE group and the HEWD group after the initial Healthy 
Eating diet intervention, further analyses were conducted to examine changes in 
symptoms, health status, mood and cognitions for both groups between Baseline 
and the end of treatment. The end of treatment was T2 for individuals in the HE 
group and T3 for individuals in the HEWD group.
i) S y m p to m s
Firstly, mixed design ANOVAs were conducted to examine changes in symptoms for 
the two groups between Baseline and end of treatment. The ANOVAs revealed 
significant main effects for time for all dependent variables measuring symptoms; 
total number of symptoms (partial r|2 = .56), total number of symptoms attributed to 
food (partial y\2 -  .25), symptom frequency (partial r|2 = .24) and symptom severity 
(partial r\2 = .18) (see Table 4.25). Therefore, regardless of whether participants 
were in the HE group or the HEWD group, they showed a significant improvement in 
all symptom measures (reduced number of symptoms, reduced frequency and 
severity) between Baseline and end of treatment. There were no main effects for 
group found; therefore there were no differences between the groups in terms of 
symptom reporting if time was controlled for. Significant interaction effects were 
reported for both total number of symptoms (partial r[2 = .11) and total number of 
symptoms attributed to food (partial r|2 = .05). Taking the group means into 
consideration, it can be said that the HEWD group reported a significantly greater 
reduction in number of symptoms and number of symptoms attributed to food 
between Baseline and end of treatment than participants in the HE group.
4 .5 .7  B a s e lin e  to  e n d  o f  in te rv e n tio n
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ii) Health status
Mixed design ANOVAs found main effects for time for both the reported physical 
and mental health status scales (Table 4.26). The effect sizes for these effects were 
partial rj2 = .14 and partial rj2 = .13 respectively. Therefore, all participants, 
regardless of the group that they were in, reported a significant improvement in 
physical and mental health between Baseline and the end of the clinic intervention. 
ANOVAs further showed no significant main effects for group, there were no 
differences between the groups in terms of self-reported health status. Finally, the 
ANOVAs did not show any statistically significant interaction effects between group 
and time with regard to health status. As a result, there were no differences in 
change in reported health status for either the HE group or the HEWD group and 
they reported similar levels of improvement.
iii) Mood
With regard to the mixed design ANOVAs conducted to examine changes in mood 
between Baseline and end of clinic intervention, significant main effects of time were 
revealed for both mood disturbance (POMS) and psychological distress (GHQ) 
(Table 4.27). In examining the group means it can be seen that there were 
significant improvements in mood reported between Baseline and End Point, 
regardless of which group participants were in. The effect sizes were partial q2 = 
.24, representing a large effect for reduced mood disturbance, and partial rj2 = .22 
representing a large effect for reduced psychological distress. However, there were 
no main effects of group or interaction effects. This means that there were no 
differences between the HE group and the HEWD group, and that neither group 
improved significantly more than the other group between Baseline and end of clinic.
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Mixed design ANOVAs were also conducted to examine changes in illness 
cognitions between Time 1 and the end of treatment (Table 4.28). These ANOVAs 
found significant main effects for all illness cognitions; timeline (partial r(2 = .07), 
timeline cyclical (partial rj2 = .06), consequences (partial q2 = .06), personal control 
(partial q2 = .18), treatment control (partial rj2 = .17), illness coherence (partial q2 = 
.35,), and emotional representations (partial q2 = .14). Therefore, regardless of 
which group participants were in, they reported changes between Baseline and end 
of treatment. Participants reported a reduction in belief that their symptoms would 
last a long time, a reduction in the belief that their symptoms were cyclical, an 
increased belief that they had personal control over their symptoms and that the 
treatment they were undergoing could control their symptoms. Furthermore, all 
participants reported increased understanding of their symptoms, and a reduction in 
their emotional responses to their symptoms.
The ANOVAs revealed no significant main effects of group, which means that, 
regardless of the time factor in the intervention, the groups did not differ significantly 
in their reported levels of illness cognitions. Finally, with regard to interaction 
effects, the only time x group interaction to reach significance was that concerning 
the timeline illness cognition. It was found that the HE group showed a significantly 
larger reduction in their timeline beliefs than the HEWD group, indicating that over 
time the HE group’s belief that their illness would last a long time was reduced. 
However, there was very little change in beliefs about timeline for individuals in the 
HEWD group. The exception here is the causal attribution to diet which shows no 
significant main effect for time, group or interaction. Although the means show slight 
increases in beliefs that diet/eating habits caused symptoms, these changes were 
not statistically significant. The suggestion is that this causal attribution remained 
relatively stable over time.
iv) Illness cogn itions
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Paired samples t-tests were conducted to examine whether there were significant 
changes in the symptoms, health status, mood and illness cognitions between the 
end of the Healthy Eating diet and the end of the Wheat and Dairy-Free diet for 
individuals that continued in the clinic. The analysis explored the added value of 
continuing on to the Wheat and Dairy-Free diet. The paired samples t-tests revealed 
that there was a significant reduction in the number of symptoms reported and the 
number of symptoms attributed to food between T2 and T3 (r = .56 and r = .49 
respectively). However, although the group means show reduction in symptoms 
frequency and symptom severity, these failed to reach statistical significance at the 
adjusted alpha level (see Table 4.29). There were slight improvements in reported 
physical and mental health status, however these were not found to be statistically 
significant (see Table 4.30). With regard to mood, the slight reductions in mood 
disturbance and psychological distress were also not statistically significant as found 
by paired samples t-tests (see Table 4.31). Finally, with regard to illness cognitions, 
there were no significant changes in reported scores for any of the illness cognition 
dimensions at the adjusted alpha level, however illness coherence was close to 
significance and revealed that there the HEWD group reported increased levels of 
illness coherence between T2 and T3 (see Table 4.32). The calculated effect size 
revealed a medium effect (r = .32).
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Table 4.29 Symptom experience between Time 2 and Time 3
Variable
' /"to- . ' ■
HEW D Group  
(n = 44)
Tim e 2 Tim e 3 t df P
No. of symptoms
Mean
SD
8.56
4.49
5.47
3.03
4.29 41 <.0005
No. of symptom s 
attributed to food
Mean
SD
3.37
3.11
1.78
1.74
3.55 39 .0 0 1
Symptom frequency
Mean
SD
2.99
0.61
2.73
0.69
2.32 41 .025
Symptom severity
Mean
SD
2.81
0.59
2.65
0.79
1.21 38 .24
Table 4.30 Health status between Time 2 and Time 3
■
Variable
HEW D Group  
(n = 44)
Tim e 2 Tim e 3
- > /< .•/' V'.x -<->+'+. ' * CJ sJ, '
t df P
Physical component
summ ary
Mean 57.46 57.99 -.49 40 .63
SD 8.58 6.56
Mental component
summ ary
Mean 58.84 59.85 -.74 40 .46
SD 8.22 7.85
Table 4.31 Mood between Time 2 and Time 3
Variable
HEW D Group  
(n = 44)
Tim e 2 Tim e 3 t df p
Total POMS score
Mean 6.84 4.71 0.79 40 .44
SD 13.42 16.26 Cl = -3.7 - 8.43
Total G H Q -12  score
Mean 8.95 8.78 0.42 41 .68
SD 2.74 3.87 Cl =-1.01 - 1.53
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Table 4.32 Illness cognitions between Time 2 and Time 3
Variable
HEW D Group  
-
Time 2 Time 3 t df p
Timeline
Mean
SD
2.86
0.77
2.84
0.82
0.25 40 .80
Timeline cyclical
Mean
SD
3.21
0.76
2.96
0.82
2.61 41 .13
Consequences
Mean
SD
2.64
0.62
2.59
0.59
0.49 40 .63
Personal control
Mean
SD
3.74
0.62
3.79
0.71
0.05 40 .96
Treatment control
Mean
SD
3.72
0.63
3.81
0.77
-0.77 40 .44
Illness Coherence
Mean
SD
3.08
0.80
3.38
0.85
-2.10 40 .04
Emotional representations
Mean
SD
2.61
0.97
2.53
0.91
1.06 40 .30
C au se -  diet
Mean
SD
4.02
0.76
3.86
0.84
1.16 41 .26
4.5.9 Baseline variables predicting symptom changes
In order to examine whether any Baseline variables could predict clinic outcome, 
changes in symptom experience were calculated (End score -  Baseline score). The 
descriptive data for the change variables are detailed in Table 4.33. With regard to 
change scores for number of symptoms, it can be seen that, for the majority of 
participants, a reduced number of symptoms were reported at End Point (i.e. they 
were better), however a few participants in each group reported the same number of
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symptoms at Baseline and End Point, and for the HE group almost one fifth of the 
group reported an increase in their number of symptoms experienced between 
Baseline and end of clinic. For those in the HEWD group only one individual 
reported an increase in reported symptoms over time.
With regard to symptom frequency, it can again be said the majority of participants 
in both groups reported a reduced symptom frequency (around 70% for both 
groups). However, just less than 30% of participants reported an increased 
symptom frequency between Baseline and the end of the clinic. The descriptive 
statistics for symptom severity further show that the majority of participants reported 
a reduction of symptom severity between Baseline and end of clinic, however, 25% 
of those in the HEWD group, and 30% of those in the HE group reported an 
increase in symptom severity between Baseline and end of clinic.
Table 4.33 Descriptive statistics for symptom change scores
Variable
Com pleters 
(n = 150) 
n
(%)
HE Group  
(n = 106) 
n
<%)
HEWD Group  
(n = 44) 
n
(%)
No. of symptom s
Better 118 78 40
(79.7) (73.6) (95.2)
Stayed same 10 9 1
(6.8) (8.5) (2.4)
Worse 20 19 1
(13.5) (17.9) (2.4)
Symptom frequency
Better 103 73 30
(71.0) (70.9) (71.4)
Stayed same 2 2 0
(1.4) (1.9) (0.0)
Worse 40 28 12
(27.6) (27.2) (28.6)
Symptom severity
Better 95 66 29
(67.9) (64.7) (72.5)
Stayed same 6 5 1
(4.3) (4.9) (2.5)
Worse 39 31 10
(27.9) (30.4) (25.0)
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Multiple regressions were conducted to examine whether any Baseline variables 
predicted clinic outcome (which was measured in terms of symptom change). 
Initially regression analyses looked at whether demographics, health status, mood 
or cognitions would predict change in number of symptoms (see Table 4.34). None 
of the regression models were found to be significant. Further multiple regression 
analysis also found no significant models when trying to predict changes in symptom 
frequency (see Table 4.35) and changes in symptom severity (see Table 4.36) from 
the Baseline variables demographics, health status, mood and illness cognitions. 
(Multiple regressions were not conducted to consider number of symptoms 
attributed to food, as it was ambiguous as to whether a reduction or increase in 
symptoms attributed to food was beneficial to health).
Table 4.34 Predicting change in number of symptoms from Baseline variables
Variable
-
Outcome (T1 - End) 
Change in no. of sym ptom s
Adj. R 2
Dem ographics3 F(5, 135) = 1.15, p = .34 .07
Health status and moodb F(4, 136) = 1.77, p = .14 .02
Illness cognitions0 F(8, 133) = .88, p = .54 -.007
a) Age, gender, ethnicity, educational level
b) PCS, MCS, POMS, GHQ
c) Timeline, timeline cyclical, consequences, personal control, treatment control, illness coherence, 
emotional representations, cause -  diet
Table 4.35 Predicting change in frequency of symptoms from Baseline variables
w . . .  Outcome (T1 -  End) ,
Variable Adj. R 2
Change in symptom frequency
Dem ographics3 F(5, 133) = .33, p = .89 -.025
Health status and moodb F(4, 134) = .47, p = .76 -.016
Illness cognitions0 F(8, 131) = .97, p = .47 -.002
a) Age, gender, ethnicity, educational level
b) PCS, MCS, POMS, GHQ
c) Timeline, timeline cyclical, consequences, personal control, treatment control, illness coherence, 
emotional representations, cause -  diet
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Table 4.36 Predicting change in severity of symptoms from Baseline variables
Variable
Outcome (T1 - End) 
Change in symptom severity
Adj. R 2
Dem ographics3 F(5, 129)= 1.29, p = .27 .011
Health status and moodb F(4, 129) = 1.17, p = .33 .005
Illness cognitions0 F(8, 126) = 1.08, p = .38 .06
a) Age, gender, ethnicity, educational level
b) PCS, MCS, POMS, GHQ
c) Timeline, timeline cyclical, consequences, personal control, treatment control, illness coherence, 
emotional representations, cause -  diet
4.5.10  Changes in variables predicting changes in sym ptom s
The final analysis was conducted to investigate whether there was a relationship 
between changes in symptoms and changes in reported health status, mood and 
illness cognitions.
A multiple regression analysis revealed that there was a significant model for 
changes in health status and changes in mood in predicting changes in number of 
symptoms (see Table 4.37). However, when the standardised beta values were 
considered none of the individual variables reached statistical significance. A further 
regression analysis revealed no significant regression model for changes in illness 
cognitions predicting changes in symptoms.
Table 4.37 Predicting changes in number of symptoms from changes in health status, 
mood and illness cognitions
Variable
Outcome (T1 -  End) 
Change in no. of sym ptom s
Adj. R 2
Changes in health status and mood3 F(4, 136) = 4.09, p <.003 .08
PCS p = -.16, p = .09
MCS P = -.14, p = .15
POMS P = .16, p = .15
GHQ P = -.01, p = .92
Changes in illness cognitionsb F(7, 135) = 1.34, p = .24 .02
a) PCS, MCS, POMS, GHQ
b) Timeline, timeline cyclical, consequences, personal control, treatment control, illness coherence, 
emotional representations, cause -  diet
164
Multiple regression analyses were also conducted to examine whether changes in 
symptom frequency could be predicted by changes in health status, mood and 
illness cognitions (see Table 4.38). There were no significant predictors of symptom 
frequency changes.
Table 4.38 Predicting changes in frequency of symptoms from changes in health 
status, mood and illness cognitions
w . UI Outcome (T1 -  End) 
Variable „
Change in symptom frequency
Adj. R 2
Changes in health status and mood3 F(4, 134) = 2.28, p <.06 .08
Changes in illness cognitions13 F(7, 133) = 1.23, p = .30 .01
a) PCS, MCS, POMS, GHQ
b) Timeline, timeline cyclical, consequences, personal control, treatment control, illness coherence, 
emotional representations, cause -  diet
Finally multiple regression analyses were conducted to examine whether changes in 
symptom severity could be predicted by changes in health status, mood and illness 
cognitions (see Table 4.39). Again there were no significant predictors of symptom 
frequency change.
Table 4.39 Predicting changes in severity of symptoms from changes in health status, 
mood and illness cognitions
Changes in health status and mooda F(4, 129) = 2.88, p <.03 .05
Changes in illness cognitionsb F(4, 129) = 1.80, p <.09 .04
a) PCS, MCS, POMS, GHQ
b) Timeline, timeline cyclical, consequences, personal control, treatment control, illness coherence, 
emotional representations, cause-diet
4 .5 .11 Follow-up three months post clin ic attendance 
i) N u m bers o f  p a rtic ip a n ts  fo llo w ed  up
In total, 132 (88%) participants who completed the clinic intervention were 
successfully contacted three months post intervention. Of the 106 individuals in the 
HE group, 95 (89.6%) were followed up, and of the 44 individuals in the HEWD 
group, 37 (84.1%) were followed up at three months.
165
Participants were asked whether they had continued to follow the Healthy Eating 
diet (’Yes/No’) and Wheat and Dairy-Free diet (’Yes/No’). Of the 132 individuals 
who were followed up, 119 (90.2%) reported that they were attempting to follow the 
recommended Healthy Eating diet. Furthermore, of the individuals who continued 
on to the Wheat and Dairy-Free diet, 19 (51.4%) reported continuing to follow the 
diet at three months post intervention.
Participants were also asked the extent to which they had managed to stick to the 
healthy diet over the past two weeks (‘Not At AH’ (1) to ‘Totally’ (7)). Figure 4.3 
provides a graphical representation of the answers to this question. As can be 
seen, the majority of participants reported reasonable adherence to the Healthy 
Eating diet over the two weeks prior to the follow-up telephone call. Participants 
were also asked the extent to which they had managed to stick to the Wheat and 
Dairy-Free diet over the past two weeks (‘Not At All’ (1) to ‘Totally’ (7)). Figure 4.4 
represents participants’ answers to this question and again shows that the majority 
of participants reported reasonable adherence to the Wheat and Dairy-Free diet.
Figure 4.3 Graph to show the extent to which participants reported being able to
ii) A dherence
follow the Healthy Eating diet in the two weeks prior to follow-up
1 6 6
Figure 4.4 Graph to show the extent to which participants reported being able to 
follow the Wheat and Dairy-Free diet in the two weeks prior to follow-up
Not at all Totally
iii) Health status
Participants were asked to rate their general health over the previous week (1 = 
‘Excellent’, 6 = ‘Very Poor’), and this single item response (Item 1 from the SF-8) 
was compared with the scores they had given at Baseline, and at the end of the 
clinic intervention (see Table 4.40). The results of a repeated measures ANOVA 
revealed that there were significant differences between the three time points 
(Baseline, End, Follow-up), [F (2, 254) = 17.01, p <.005, partial r\2 -  .118]. In order 
to consider where the differences lay between time points, paired samples t-tests 
were conducted. These revealed that there was a significant difference in self- 
reported general health scores between Baseline and End of Intervention [t (127) = 
4.46, p <.005, r = .37], However, there was no difference between End of 
Intervention and three month follow-up [t (129) = -1.06, p = .29]. Therefore, it can be 
seen that participants reported significant improvements in their general health
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between Baseline and End of Intervention, and that these improvements were 
maintained at three months.
Table 4.40 Means and standard deviations for measure of general health
Variable Mean SD
Baseline 3.61 .97
End of Intervention 3 .15 .98
Three month follow-up 3.04 1.03
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4 .6  D i s c u s s i o n
4.6.1 Overview of d iscu ssio n
The overall aim of this research study was to develop and evaluate a food 
intolerance clinic in Primary Care. As the introduction and method sections 
revealed, there are very limited services available to patients in Primary Care who 
may be experiencing symptoms of food intolerance. Following the consultation it 
was apparent that removing some of the common culprits from the diet, and 
providing information, may be sufficient to change/improve some of the commonly 
occurring symptoms in response to food. The clinic diets were designed to be 
delivered in a Primary Care setting, to be presented by a trained practice nurse, and 
to be able to be rolled out if found to be successful. The overall aims of developing 
and delivering a service were met as the practice nurses were trained, and ran 
clinics in four GP surgeries over a two year period. The following discussion will 
consider the results of the clinic evaluation with regard to the five main aims of the 
study. The strengths and limitations of the study will also be discussed, followed by 
a consideration of its practical and theoretical implications.
4.6.2 AIM A :- To describe individuals attending a food intolerance clinic
in terms of who attended the clinic, the data analysis considered whether there were 
any particular types of individuals who appeared to attend the food intolerance clinic 
and whether there were any differences in individuals who did and did not complete 
the intervention. Statistical analysis revealed that, in total, 281 individuals attended 
the clinic for Session 1, and that just over half completed the intervention (53.4%). 
The analysis of drop-outs following Sessions 1 and 2, in comparison to completers, 
reveals that there were no differences between these two groups in terms of age, 
gender, educational attainment or ethnicity. The results suggest that there may 
have been a slight difference between drop-outs and completers in terms of 
perceptions of food intolerance. More individuals who completed the trial reported a 
perception of food intolerance at Baseline than those who dropped out after the first 
session. Although this finding did not reach statistical significance, it may suggest 
that some individuals who attended the clinic at Baseline may have had different 
expectations in terms of what the clinic would offer. Furthermore, not having a 
strong belief that symptoms were related to food may have led to participants not 
having a coherent model between what they believed caused their symptoms and
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the treatment for their symptoms (i.e. believing that food is a cause of symptoms 
would fit with a dietary intervention treatment).
There were no significant differences in terms of drop-outs and completers in 
relation to symptom experience; for example, those who continued did not have 
more severe or frequent symptoms than those who dropped out.
In terms of attrition, data were not collected from individuals who did not return to 
the clinic to investigate their reasons for not continuing. Future research would 
benefit from considering this, as it would be useful to understand the factors 
involved in individuals not completing (e.g. intervention factors, nurse factors, 
situational factors). This would be valuable in making the clinic service a more 
effective and efficient intervention tool.
The descriptive statistics concerning the final sample of individuals who completed 
the clinic intervention showed that there was a majority of women attending the 
service. This is in line with other research which has found that women are more 
likely than men to access health care services (Bertakis et al., 2000; Cleary, 
Mechanic & Greenley, 1982). Furthermore, the prevalence study discussed in 
Chapter 3 demonstrated that more women reported perceiving food intolerance. 
With regard to educational attainment, the results showed that a slight majority of 
clinic attendees reported a higher education; however, 43.8% of the sample 
reported only a school education, or no qualifications. In terms of ethnicity, results 
showed that 17.4% of the sample reported non-white ethnicities; therefore, the 
service was accessed by individuals from ethnic minorities These statistics suggest 
that the service was accessed by individuals from different backgrounds, and the 
finding that completers and drop-outs were largely similar in demographic 
backgrounds suggests that individuals did not drop out of the service due to reasons 
such as the clinic not taking into account individuals different cultures, backgrounds 
and educational levels.
Furthermore, statistics were conducted to consider whether there were any 
differences between individuals who left the clinic after the Healthy Eating diet only, 
and individuals who went on to take part in the Wheat and Dairy-Free diet. The 
analysis revealed that there were no differences between the groups of individuals 
in terms of their age, educational attainment or ethnicity. However, women were
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significantly more likely to continue on the Wheat and Dairy-Free diet than men. 
There were no differences between the groups in terms of perceptions of food 
allergy/food intolerance, or in terms of food avoidance or testing behaviour.
With regards to symptom experience, the analysis revealed that the same types of 
symptoms were reported with similar frequencies by both the HE group and the 
HEWD group. There was a smail difference in the group means in terms of the 
number of symptoms reported. The individuals in the group that went on to the 
Wheat and Dairy-Free diet reported more symptoms at Baseline than individuals 
who only took part in the Healthy Eating intervention. However, this did not reach 
significance at the adjusted alpha level. There were also no differences between 
the groups in terms of the number of symptoms attributed to food, the frequency of 
symptoms or the severity of symptoms.
The analysis also found that there were no differences between the two groups at 
Baseline in terms of health status, mood or illness cognitions. This indicates that, at 
Baseline, those who continued on to the Wheat and Dairy-Free diet were no worse 
than those who completed after the Healthy Eating diet.
Overall the analysis showed that there were no defining Baseline characteristics that 
indicated a difference between individuals who finished at the end of the Healthy 
Eating diet versus those who continued on to the Wheat and Dairy-Free diet.
4.6.3 AIM B >  To explore the interrelationship between sym ptom s, mood, 
health status, and illness cognitions at Baseline
The second aim was to explore relationships between symptoms, health status, 
mood and cognitions for individuals at Baseline. This was to explore whether any of 
the well established effects, such as a positive relationship between mood and 
symptom reporting would be replicated in this study. The results revealed that 
individuals reporting higher numbers of symptoms were significantly more likely to 
report higher mood disturbance, higher psychological distress, and impaired mental 
health status. This finding supports other research which has found positive 
relationships between negative affect and somatic complaints (Watson & 
Pennebaker, 1989; Mora et al., 2007), and between medically unexplained
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symptoms and levels of anxiety and depression (Bass, Peveler & House, 2001; 
Henningsen et al., 2003).
With regard to the relationship between symptom perception and health status, 
research such as that conducted by Hagger and Orbell (2003) suggests that a 
strong illness identity is related to poorer psychological and physical functioning. It 
is worth noting that illness identity is generally measured as a summation of self- 
reported symptoms, and therefore, although not being referred to as ‘identity’ 
specifically in this report, the number of symptoms reported by individuals at the 
clinic could be conceptualised as their illness identity. In terms of the findings in this 
study, as mentioned above, a relationship was found between the number of 
symptoms reported and poorer psychological well-being. However, the correlations 
did not reveal any relationships between reported symptoms and physical 
functioning.
In terms of symptom perception and illness cognitions, this study found that a higher 
numbers of symptoms reported at Baseline was significantly related to higher 
perceived consequences, in line with previous research (Hagger & Orbell, 2003). 
Furthermore, a positive relationship was found between perceptions of control (both 
personal control and treatment control) and the number of symptoms attributed to 
food. This means that individuals who attributed more symptoms to food were more 
likely to perceive that they would be able to control personally their symptoms and 
that the treatment would be able to control their symptoms. This is in line with the 
type of people who may be expected to attend a food intolerance clinic, i.e. 
individuals who believe that they are able to gain control of their symptoms, and that 
a dietary intervention may control their symptoms.
The interrelationship between illness cognition dimensions at Baseline was also 
considered. It was found that believing in a more chronic timeline for symptoms was 
related to perceiving more severe consequences of symptoms and experiencing 
more emotional responses to symptoms; this finding was in line with other research 
such as that of Petrie et al. (1995).
The relationship between illness cognitions and health status and mood was also 
considered at Baseline, and revealed several significant relationships between the 
different illness dimensions, for example, individuals reporting more severe
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consequences of their symptoms were more likely to report greater levels of mood 
disturbance and psychological distress as well as poorer mental health status. This 
is in line with previous findings concerning illness cognitions and health outcomes 
(Scharloo et al., 1999).
4.6.4 AIM C:- To consider whether there are changes in symptom experience,
mood, health status and illness cognitions whilst attending the clinic
The resuits involved detailed analysis of changes in symptom experience, mood, 
health status and illness cognitions for individuals attending the clinic. Initially the 
statistical analysis considered changes between the start of the clinic intervention 
and the end of the Healthy Eating diet. This analysis was interested in the 
differences between individuals who finished at this time point, having completed 
only the Healthy Eating diet, and individuals who continued on to the Wheat and 
Dairy-Free diet. Firstly, the analysis was concerned with whether individuals 
reported changes in their symptoms, mood, health status and illness beliefs over 
time, and secondly the analysis addressed whether there was a difference between 
the two groups. For example, it may have been expected that individuals who 
finished at this time point (HE group) reported significantly better symptom 
improvement than individuals who continued on to try the Wheat and Dairy-Free diet 
(HEWD group). The analysis revealed that for both groups there were significant 
improvements in their symptoms between Baseline and the end of the Healthy 
Eating diet. Both groups demonstrated a significant reduction in the number of 
symptoms that they reported, the number of symptoms that they attributed to food, 
as well as the frequency and severity of their symptoms. In terms of health status 
and mood, a similar pattern of findings was found. Both groups of participants 
reported improved physical and mental health status, and a reduction in mood 
disturbance and psychological distress. There were no differences between the 
groups; therefore individuals in the HE group did not report more improvement 
during the first clinic dietary intervention than the HEWD group.
However, there were some differences between the groups in terms of changes in 
illness cognitions between Baseline and the end of the Healthy Eating diet. The 
analysis of illness cognitions revealed that whilst both groups of participants 
reported a reduction in their emotional representations of their illness, and increased 
feelings of treatment control, the individuals in the Healthy Eating group reported
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significantly more illness coherence, significantly greater personal control and 
significantly reduced timeline beliefs. Therefore, individuals in the HE group 
experienced greater change than the HEWD group in terms of believing that they 
were more able to control their symptoms, their symptoms made more sense to 
them, and they believed that their symptoms would last a shorter amount of time. 
These findings are interesting as they suggest that individuals who stopped the 
clinic at this point had made more sense of their symptoms than individuals who 
continued on to the Wheat and Dairy-Free diet. Although this analysis demonstrates 
that there were numerous improvements in patient outcomes between Time 1 and 
Time 2, it is not clear how these outcomes may have interrelated, and whether a 
change in one caused a change in another. For example, it cannot be established if 
symptom improvement may have led to an improvement in mood, or whether an 
improvement in mood may have changed the way in which symptoms were 
perceived.
The further analysis considered the changes in participants’ symptom experience, 
health status, mood and illness cognitions between Baseline and the end of the 
intervention for all participants. In this analysis the two groups were compared to 
consider whether there were any differences in outcome between Baseline and End 
Point. This analysis examined whether individuals who continued on to the Wheat 
and Dairy-Free diet reported significantly better improvements in symptoms than 
individuals who stopped attending the clinic at Time 2.
This analysis revealed that, with regard to symptom experience, individuals who 
attended the clinic until the end of the Wheat and Dairy-Free diet reported 
significantly larger reductions in both number of overall symptoms and number of 
symptoms attributed to food. Therefore, for those who continued on to the Wheat 
and Dairy-Free diet, there seemed to be some extra benefit in terms of symptom 
improvement. However, the outcome measurements of mood and health status 
revealed that there were no differences between the groups, and that both groups 
reported significant improvement in mood, as well as physical and mental health. 
The changes in illness cognitions were also present in both groups between 
Baseline and End of Intervention. Both groups showed a reduction in their beliefs 
about the cyclical nature of their symptoms, a reduction in the severity of the 
consequences of their symptoms, and a reduction in emotional representations. 
Furthermore, both groups reported significantly greater personal control over their
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symptoms, belief that the treatment could control their symptoms, and increased 
illness coherence. The only illness belief that differed between the two groups was 
the timeline belief. Statistical analysis revealed that the Healthy Eating group 
reported a significant reduction in the belief that their illness would last a long time, 
however, the wheat and dairy group showed very little change in this illness belief. 
This may reflect the fact that, although those in the HEWD group did report an 
improvement in their symptoms, they persisted in their belief that the symptoms 
would be there in the longer term. In turn this may indicate their belief that they will 
be unable to adhere to the Wheat and Dairy-Free diet in the longer term and 
therefore expect their symptoms to reoccur at some time in the future.
The final analysis that considered changes in outcome measures over time provided 
further information concerning whether there were any changes for the Wheat and 
Dairy-Free group between Time 2 and Time 3 that made the Wheat and Dairy-Free 
diet a worthwhile further intervention. The analysis of outcome measures showed 
that there was a further significant reduction in individuals’ symptoms, both in terms 
of the number of symptoms and in the number of symptoms attributed to food. 
However, despite individuals in the HEWD group reporting slight improvements in 
mood and health status between Time 2 and Time 3, these did not reach statistical 
significance. In terms of illness cognitions, participants did not show any significant 
changes between Time 2 and Time 3. Despite showing increases in illness 
coherence, this change failed to reach statistical significance at the more stringent 
alpha level. A larger sample size may be needed to make this finding more robust.
In summing up these findings it is first of all essential to note that they must be 
considered tentatively due to the lack of control condition implemented alongside the 
intervention. This is considered further in the limitations section. With this caveat in 
mind, the three sets of findings suggested that both stages of the clinic were 
beneficial to participants. However, whilst it may have been expected that 
individuals undergoing the Wheat and Dairy-Free diet may not have experienced 
changes by the end of the Healthy Eating diet and hence needed to continue, this 
was not the case. There was a significant benefit for all individuals attending the 
clinic between Baseline and the end of the Healthy Eating diet in terms of symptom 
experience, mood and health status. Despite the positive changes for the HEWD 
group between Time 1 and Time 2, they also continued to show improvement In
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symptoms between Time 2 and Time 3 suggesting that this was a useful addition for 
these patients.
The findings regarding illness coherence are interesting with regard to the two 
groups. It appears that at Time 2 the Healthy Eating group had gained more illness 
coherence, and increased feelings of control over their symptoms. However, at 
Time 2, there did not seem to be the same sense of coherence for the Wheat and 
Dairy-Free group, which may have been linked to them continuing on to the 
following diet. It may be that, although they were starting to see changes and feel 
better, they had not yet managed to ascertain a culprit food, or find a degree of 
control over their symptoms that made sense to them. However the results suggest 
that the Wheat and Dairy-Free group experienced increased illness coherence 
during the following two week intervention. As mentioned above, the causal 
relationships cannot be established from these measures, so it is not clear whether 
it may have been the sense of illness coherence that may have been related to 
symptom change, or whether the symptom change provided a stronger sense of 
coherence. However, it can be said that the clinic intervention seemed to provide 
benefit to all patients for the first dietary intervention, and that some patients further 
benefitted from continuing on to the Wheat and Dairy-Free intervention.
Although this Section of statistical analysis suggests symptom improvement and 
benefits to mood and health status following the clinic intervention, the nature of the 
evaluation does not allow inferences to be made concerning the way in which the 
clinic worked for participants. The following study will address this issue using 
qualitative methods. However, despite attempting to understand the processes of 
change that were occurring at the clinic, it should be noted that the processes of 
seeing an interested nurse, and the recording of behaviour may in themselves have 
brought about change. So it is possible that the positive changes in symptoms were 
due to a placebo effect. In order to examine this, it would be worthwhile to set an 
alternative intervention against the original intervention and to compare changes 
over time.
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4.6.5 AIM D;« To explore what Baseline variables predict changes following
attendance at the clinic
The next aim of this study was to consider whether there were any variables at 
Baseline that could predict clinic outcomes. This analysis was conducted to see 
whether there were particular types of patients who may have benefitted from the 
intervention, or whether a particular set of illness beliefs may have been linked to a 
positive outcome. The outcome variables that were predicted using multiple 
regression analysis were symptom changes. Regression models were constructed 
to consider whether any participant characteristics at Baseline would predict 
symptom changes (in terms of reported number of symptoms, frequency and 
severity of symptoms). Participants’ demographics, mood, health status and illness 
beliefs at Baseline did not predict symptom changes.
Further analysis considered whether symptom changes could be predicted from 
changes  in health status, mood, or illness cognitions, however nothing was found to 
predict outcomes. These non-significant results may have occurred for several 
reasons. As all variables were found to change there may have not been enough 
variance in the change, or the outcome variables may not have been sensitive 
enough to demonstrate the change. It may also be that there were not enough 
participants, or it may be that other latent variables that were not measured in this 
study could account for the changes.
4.6.6 AIM E :- To explore changes at three months post intervention
With regard to the three month follow-up, a large number of the participants were 
successfully contacted three months post clinic. The follow-up revealed that a 
majority of participants reported attempting to continue following the Healthy Eating 
diet and the Wheat and Dairy-Free diet. Furthermore, in terms of general health, the 
single item question showed that participants described changes in their general 
health between the start of the clinic and the end of the clinic intervention that 
appeared to have been maintained at three months. The mean scores showed 
significant improvements in self-reported general health between the start and end 
of the intervention, and no further change from the end of the intervention to the 
three month follow-up. Although this follow-up was very brief and would have 
benefitted from more detailed measures that could have been compared to 
participants’ reported mood, health status and illness cognitions as measured during
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the clinics, it does suggest that participants experienced a positive change in their 
health. It also suggests that this change was not just reported at the end of the 
clinic, but continued for a period of time following the intervention.
Future research would gain from foliowing-up the patients one year post clinic to 
consider their health outcomes at this point. As well as potentially contacting 
participants to measure their self-reported symptoms, mood, health status and 
illness cognitions, it would be valuable to collect a more objective measurement 
such as individuals’ visits to the GP surgery pre and post clinic intervention. If 
patient attendance at the doctor’s surgery showed a significant reduction post clinic 
intervention this would provide a compelling argument for investigating the clinics 
further, and for attempting to roll the programme out to other GP surgeries.
4.6.7 Strengths and limitations of the study
There are several limitations to this study which should be considered. Firstly, the 
lack of control group employed in the design of this study means that these results 
should be treated with caution and that further work is required to consider the 
effects of a food intolerance clinic in comparison to a control condition. As 
previously mentioned, a waiting list control may be beneficial in future studies.
Another limitation of the present study is the large number of participants who 
dropped out of the study before finishing the first dietary intervention. Although 
comparisons were conducted between drop-outs and participants who completed 
the intervention, and no differences were found, no data were collected from 
participants following drop-out, and it may be that they were different to those 
participants who completed the intervention (for example, participants who dropped 
out may not have experienced symptom changes). Future research would benefit 
from collecting data from those participants who do not complete the clinic 
intervention. This data would also be valuable in understanding how to make the 
clinic cost effective and accessible to all.
It should also be noted that the clinic evaluation involved only self-report 
questionnaire measurements. These have the advantage of being quick to 
administer, and allow data collection concerning different aspects of health outcome. 
However, they are open to response bias, such as social desirability. This may
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particularly be the case in interventions when the participants develop a relationship 
with the nurse who they believe will have access to the data. In this research study 
this is a limitation, particularly of the follow-up, as this data was collected by the 
nurse directly (either by telephone or questionnaire). Future research could protect 
against this bias by sending questionnaires from an independent third party to 
ensure that patients felt that they could respond openiy.
A further limitation regarding the use of measures in the research study, is the use 
of only self-report subjective measures; no objective measures of outcome were 
taken. As suggested earlier in the discussion, further follow-up that would be 
valuable could include a consideration of the number of visits that patients made to 
the GP pre and post clinic intervention. This would provide an additional 
measurement that was more objective concerning patients’ health behaviours.
The three month follow-up for this study was also limited in terms of the scope of 
data that it collected. It was decided that in the interests of obtaining a high 
response rate the questions asked of participants should be brief, but this was at the 
cost of obtaining detailed information that would have enabled more in-depth 
comparisons between the end of the clinic data and the three month follow-up. As 
suggested previously, further follow-up would be very useful to investigate whether 
the changes reported following the clinic intervention continued for patients for a 
longer period after they had finished the clinic intervention.
Despite the limitations discussed, there are also strengths to this intervention study 
which should not be overlooked. There were no existing patient services at a 
Primary Care level of patients experiencing symptoms in response to food. This 
intervention provided a service, and attempted to meet the demands of Primary 
Care in providing an intervention that was detailed enough to benefit patients, but 
that was also general enough to allow the service to be rolled out without excessive 
training programmes, which would make it impracticable in a Primary Care setting. 
The questionnaire measures employed in this study demonstrate that there was a 
significant health benefit for patients following both a Healthy Eating diet and an 
additional Wheat and Dairy-Free diet, and that the clinic was effective at bringing 
about changes in a number of health-related patient outcomes.
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4.6.8 Theoretical and practical im plications
From a practical viewpoint, the positive patient outcomes following attendance at the 
food intolerance clinic suggest that this intervention service warrants further 
research employing a controlled design, and may have a value in Primary Care. 
This exploratory clinic intervention was found to be effective at improving a range of 
symptoms and in improving mood and health status. If further investigation also 
found this intervention to be effective then these clinics could be set up in further GP 
surgeries to help patients with food intolerance manage and reduce their symptoms. 
Furthermore, from a theoretical perspective there are many areas of further 
research that could be conducted to enhance understanding. For example, 
conducting a longer term follow-up to consider whether lasting changes take place, 
and employing some more objective measurements of health behaviour to consider 
behaviour change pre and post intervention. Furthermore, a study which employed 
a control condition, such as providing patients with information versus entering into a 
dietary intervention would enable comparisons between this intervention in particular 
to investigate whether it was the intervention itself that brought about changes.
Although the quantitative evaluation in this study demonstrates changes in self- 
reported measurements of aspects of individuals’ quality of life, it does not provide 
any insight into aspects of the complex intervention that may have brought about the 
changes for participants. For this reason the following study conducted patient 
interviews to attempt to distil some of the active ingredients of the clinic.
4.6.9 Co n clusion s
In summary, a food intolerance clinic was set up and evaluated over a two year 
period. There was a reasonable degree of up-take of the clinic and the majority 
were discharged after the Healthy Eating diet whilst a large minority also completed 
the Wheat and Dairy-Free diet. The results of the clinic evaluation suggested that 
individuals who attended the clinic demonstrated significant health improvements 
following a Healthy Eating dietary intervention, and that some participants gained 
additional benefit from following a Wheat and Dairy-Free diet. The results revealed 
that participants show health improvements though symptom reduction, enhanced 
mood and psychological well-being as well as improvements in self-reported 
physical functioning. The results of a three month follow-up suggest that the 
improvements in terms of general health were still present three months post clinic 
intervention. Although some statistical analyses were conducted to attempt to find
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factors that would predict clinic outcomes, there were no significant predictors found. 
The measurement of illness cognitions suggested that individuals discharged at the 
end of the Healthy Eating diet had achieved greater personal control and illness 
coherence than those individuals who continued onto the Wheat and Dairy-Free 
diet. However, by the end of treatment both groups reported increases in control, 
and understanding of their symptoms as well as a reduction in their beliefs about the 
severity of consequences and emotional distress associated with their symptoms.
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CHAPTER 5 - EXPERIENCES OF FOOD INTOLERANCE
5.1 Overview
It is useful to begin by understanding how the following two qualitative studies fit into 
the thesis so far. The initial questionnaire-based community study in this thesis set 
out to separate self-reported food allergy and food intolerance reactions, to consider 
the prevalence of these reactions in Primary Care and to assess the uptake of help- 
seeking behaviours. The second quantitative study then set up and evaluated a 
community-based intervention programme that was designed to help individuals with 
perceived food intolerance to examine potential culprit foods and to obtain dietary 
guidance from a specialist clinic.
The following two studies in this thesis aim to investigate from a qualitative 
perspective the experience of living with food intolerance symptoms and the 
experience of symptom improvement for clinic attendees. The qualitative research 
involved one set of interviews with clinic attendees. However, the results of these 
interviews will be written up as two separate studies with separate aims, as the 
interview questions and final analysis lent itself to this separation. This Chapter will 
consider individuals’ reported experiences of living with food intolerance and help- 
seeking prior to attending the clinic. The subsequent Chapter concerns individuals’ 
accounts of their processes of symptom change through attendance at the food 
intolerance clinic.
5.2 Background
There is very limited research concerning the impact of living with food intolerance 
from a psychosocial perspective. As discussed in Chapter 2, (see Section 2.5) there 
have been quantitative studies which have found mixed evidence concerning the 
impact of living with food intolerance. Peveler et al.’s (1996) community study 
reported that 12% of their sample experienced moderate or great effects of 
symptoms on their everyday life. Furthermore, Knibb et al. (2000) considered the
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impact of perceived food intolerance and found that 17% of their sample felt that 
their adverse symptoms to food had an effect on their lifestyle. Whilst these studies 
suggest that food intolerance does not have an enormous impact on individuals’ 
lives, recent survey evidence, collected by Allergy U.K., indicated that food 
intolerance and food allergy had a significant negative impact on individuals’ lives. 
Their survey of 5,200 individuals revealed that a large percentage (75%) reported 
that their symptoms affected their social lives, and 55% of the sample reported 
being absent from work or school due to their symptoms. Studies concerning food 
allergy have also found that individuals experience disruption to their lives and 
impairment to their quality of life in terms of their health and social functioning 
(Marklund et al., 2004; Primeau et al., 2000).
To date, however, there are no existing studies that have attempted to explore the 
lived experience of individuals with food intolerance from a phenomenological 
perspective. It is argued that the experience of illness should be seen as having 
equal importance to understanding its aetiology (Ogden, 2002). Over recent years 
there has been a substantial increase in the number of studies employing a 
phenomenological approach to various illnesses and health conditions (Bramley & 
Eatough, 2005; Hogg et al., 2007; Nicholls et al., 2004; Reynolds & Prior, 2003). 
With particular relevance to the current research, several studies have taken a 
phenomenological perspective towards the illness experience in medically 
unexplained illnesses, such as chronic pain (Osborn & Smith, 1998), chronic fatigue 
syndrome (Dickson et al., 2007a; Arroll & Senior, 2007) and irritable bowel 
syndrome (Schneider & Fletcher, 2008), which have implications for understanding 
the experience of living with food intolerance.
Studies considering medically unexplained illnesses have uncovered many salient 
issues in the individuals’ lived experience, such as searching for a diagnosis (Arroll 
& Senior, 2007), searching for an explanation (Osborn & Smith, 1998), experiences 
of delegitimisation and stigma of illness (Asbring & Narvanen, 2002; Dickson et al., 
2007b), and loss of personal control (Dickson et al., 2007a), as well as illustrating 
the significant impact these illnesses can have on health-related quality of life. 
These studies highlight some issues that may relate to the experience of living with 
food intolerance, and will be interesting to consider in the present study in the light 
of the qualitative analysis.
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rFor the present study, it was decided that the focus would be on participants who 
had experienced a symptom improvement at the food intolerance clinic. This was to 
enable an in-depth exploration of individuals’ accounts and experiences of symptom 
change. Further, the quantitative analysis concerning clinic outcomes (see previous 
Chapter) was designed to conduct some comparisons between individuals who did 
and did not report symptom improvement whilst attending the food intolerance clinic, 
and investigate factors that may have been linked to this. This study was 
specifically interested in symptom improvements from self-reported success stories.
5.3 Aims
The aim of the first qualitative study was to gain an understanding of individuals’ 
reported experiences of living with food intolerance prior to attending the clinic. In 
particular, this study aimed to gain an insight into participants’ reported experiences 
of living with food intolerance symptoms and the help-seeking strategies that they 
implemented to attempt to manage their symptoms.
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5 .4  M e th o d
5.4.1 Design
This qualitative study involved the collection of data through individual semi­
structured telephone interviews. Data were analysed using Interpretative 
Phenomenological Analysis (IPA) (Smith, 1995; Smith, Jarman & Osborn, 1999).
5.4.2 Participants
Participants were recruited to interview during their final session at the food 
intolerance clinic. In selecting participants, three criteria were used. Firstly, 
participants had to have attended one of the four food intolerance clinics and been 
discharged at either Session 3 (post Healthy Eating diet) or at Session 4 (post 
Wheat and Dairy-Free diet). There were specific exclusion criteria for attending the 
food intolerance clinic. Participants were not eligible for inclusion in the clinic if they 
had any of the following conditions or circumstances: diabetes, renal failure, coeliac 
disease, anorexia nervosa, asthma, alcohol problems, medically unassessed or 
undiagnosed weight loss, pregnancy, breastfeeding, or if they were under regular 
review by an NHS dietician or taking oral dietary supplements recommended by an 
NHS dietician. Therefore, by virtue of the fact that interviewees were selected for 
interview having attended the food intolerance clinic, they would not have had any of 
the above-mentioned medical conditions. Secondly, to be eligible for interview, the 
participants had to report symptom improvement to the nurse and the nurse had to 
be in agreement. Thirdly, the patient had to have attended the clinic for symptoms 
that they considered as linking to food intolerance.
At the final session of the clinic, the food intolerance nurse provided the patient with 
details about the interview procedure, an information sheet (see Appendix 21) and a 
consent form (see Appendix 22). If patients agreed to be interviewed, a consent 
form was signed and sent to the researcher along with the participant’s contact 
details. Having received participant details and consent forms, participants were 
contacted by telephone by the researcher to arrange a date for the interview. At this 
stage the interviewer also checked whether participants consented to the interview 
being recorded and that participants had a copy of both the information sheet and 
written consent form.
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Table 5.1 Participant details
Name Age Ethnicity Practice Symptoms
Susan 61 White British Norfolk Bloating, wind, diarrhoea, tiredness
Helen 36 White British Norfolk Stomach pains, constipation, 
headaches, tired all the time
Bob 56 White British Norfolk Wind, bloating, constant pain in 
stomach, diarrhoea
Sandra 30 Latin
American
S. London Stomach aches/cramps, constipation, 
diarrhoea, bloating
Scott 26 White British Birmingham Bloating, nausea, diarrhoea, pain in 
stomach/intestines
Jade 19 White British Birmingham Sickness, nausea, bloating
Celia 29 Black African 
British
S.London Stomach bloating, diarrhoea, fatigue, 
low blood sugars
Jackie 47 White British Birmingham Diarrhoea, constipation, pain in 
stomach, dry mouth, bleeding tongue
Emma 27 White British Birmingham Bloating, tiredness, wind, constipation
Fiona 47 White British Glasgow Bloating, diarrhoea, stomach cramps
Interview recruitment took place over a five month period during which all
participants that completed the food intolerance clinic at one of the four practices, 
met eligibility criteria and were interested in taking part, were invited for interview. In 
total twelve individuals were recruited and interviewed for the study ( see Table 5.1). 
During the interviews, it became apparent that two of the twelve participants no 
longer met inclusion criteria, as they did not report symptom change whilst attending 
the food intolerance clinic. It may have been that participants’ symptoms had 
returned since having left the clinic and that they could no longer recall a significant 
symptom change whilst at the clinic. Alternatively, it is possible that the participants 
felt some pressure to report positive symptom changes to the food intolerance nurse 
following attendance at the clinic. However, as these two interviewees were felt no 
longer to meet inclusion criteria, they were not included in the analysis.
One important aspect of employing IPA methodology is that a homogenous sample 
is selected for whom the research question is relevant (Smith, 2003). The group of 
participants taking part in this study was homogenous in the sense that all 
participants reported experiencing ongoing health symptoms and felt that food
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intolerance may play a role in their symptoms. Furthermore, all participants had 
attended a food intolerance clinic and would have experienced a similar procedure 
(i.e. recording usual eating behaviour for a week, followed by two weeks on the 
same Healthy Eating diet, then either discharge or a further two weeks on a Wheat 
and Dairy-Free diet).
5.4.3 Interview schedule
A semi-structured interview schedule was developed and employed (see Appendix 
23). The aim of the interview schedule was to guide participants to talk about their 
personal experiences of living with ongoing symptoms that they linked to food, their 
help-seeking strategies and their experiences of the food intolerance clinic and 
symptom change. The interview schedule was structured in a chronological order to 
obtain information about participants’ experiences prior to attending the clinic, whilst 
attending the clinic and since having been discharged from the clinic. The order of 
questions was flexible and was adapted to suit participants’ emerging narratives. At 
the end of each interview participants were also asked whether there was anything 
else that they would like to share regarding their experiences at the food intolerance 
clinic. They were also given the opportunity to ask any questions that may have 
arisen for them.
Two pilot interviews were conducted to assess the relevance of the questions. Both 
interviews were included in the final analysis, as only minor changes were made to 
the schedule following the pilot. Following the pilot, one question was removed from 
the schedule which asked participants to describe what had happened at the clinic, 
as it was felt that this was not providing data relevant to the research question. 
Furthermore, the final Section of the interview schedule was slightly adapted to 
include additional questions about the participants experience post clinic 
intervention ('How have you felt about your symptoms since finishing the clinic?’ and 
‘What effect are your symptoms having on your daily life now?’) as both participants 
in the pilot interviews talked in detail about their current health status, and their 
symptom management post-clinic.
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• Could you give me a brief history of the symptoms you were experiencing before 
you came to the clinic?
• How did your symptoms make you feel?
• How did you manage your symptoms?
• Had you sought any other help for your symptoms before you came to the food 
intolerance clinic?
• What was it that prompted you to link your symptoms to food?
5.4.4 Procedure
All interviews were conducted over the telephone due to the geographical spread of 
the food intolerance clinics. When participants were contacted for the interview 
itself, the researcher again reminded the participant that the interview was being 
recorded and checked that the participant was still in agreement with this. The 
interviewer also reiterated to the participant that the study was voluntary, and that 
they were free to terminate the interview at any time. Prior to interview 
commencement participants were asked for demographic details.
At the end of the interview, before termination of the phone call, the participants 
were advised that if they had any further questions they were welcome to contact 
the researcher or the food intolerance nurse at a later date. The interviews lasted 
between 30 and 62 minutes. All were recorded and transcribed verbatim (see 
Appendix 24 for a full copy of a transcript).
The final interview schedule was as follows:
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Reflective Box 1
I was initially unsure about conducting telephone interviews with participants as 
opposed to face to face interviews. I felt that face-to-face interviews would have 
been preferable as I would have had access to non-verbal behaviour which may 
have facilitated a better rapport with the interviewee. I was concerned that by 
conducting telephone interviews it may be more difficult to build a good rapport 
with the interviewee, and that they may not feel as comfortable, and hence would 
not answer the questions as openly. However, I was frequently aware whilst 
conducting the interviews that the telephone did not feel like a hindrance to open 
communication but rather facilitated it. I felt that the relative ‘anonymity’ of the 
telephone enabled participants to talk more freely and openly about sometimes 
sensitive and embarrassing topics that they may not have been comfortable 
discussing face-to-face (and indeed it was probably more comfortable for me as a 
listener). I was surprised how much I was able to gather about the interviewees’ 
level of comfort with the interview questions from factors such as pauses, sighs, 
laughter and tone of voice and found that I was able to adapt the schedule and 
my approach to the interview where needed.
5.4.5 Analytic strategy
Interpretative Phenomenological Analysis was employed to analyse the data (Smith, 
2003). IPA is a form of qualitative analysis which is concerned with how individuals 
make sense of their experiences. It is phenomenological in the sense that this 
approach is interested in the construction of meaning that takes place in the 
conversation between the researcher and the participants. It is interpretative as it 
recognizes the role of the researcher in making sense of the individuals’ accounts 
and interpreting the meaning of experiences for individuals. This method 
acknowledges that the researcher’s own ideas, beliefs and perceptions will influence 
the analytic and interpretative process (Smith, 1996). IPA is not concerned with 
obtaining an objective account of the subject in question but rather aims to “explore 
the participant’s view of the world and to understand and integrate, as far as 
possible, an “insider’s perspective” of the phenomenon under study.” (Smith, 1996, 
p. 264).
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IPA was judged to be the most appropriate analytic tool to approach the Study’s 
research aims, as it is "especially useful when one is concerned with complexity, 
process or novelty” (Smith, 2003, p. 53). This Study was concerned with 
investigating a previously unexplored and complex area (a contested ‘illness’) and 
was particularly interested in participants’ experiences and interpretations of the 
processes of change that occurred for them at the clinic.
5.4.6 Analysis
The IPA analysis was conducted in line with recommendations from Smith (2003). 
To begin with, a single transcript was taken and read repeatedly to enable familiarity 
with the account. During the readings, notes were made in the left hand margin 
concerning any ideas, observations and thoughts that occurred to the researcher. 
At this stage the note taking was open and unfocused, and may have included 
connections/associations, questions, summaries of sections of text, observations 
about use of language, similarities, differences, and contradictions that may have 
occurred within accounts. Following the initial stage, multiple further readings of the 
transcript enabled notes to be made in the right hand margin of emerging themes 
from the transcript Emerging themes were key words or phrases that captured the 
essence of what was being represented in the accounts. At this stage the key 
words and phrases involved more psychological terminology and were attempting to 
encapsulate the psychological quality in both the initial notes and the participants’ 
accounts. At the same time, this stage of the analysis required care to ensure that 
the connections between the participants words and the interpretations of the 
researcher were not lost in the higher level of abstractions.
After this process, the emerging themes were listed on a separate piece of paper. 
This process was repeated for each transcript in turn. As new themes arose in later 
transcripts, the previous transcripts were returned to in order to check whether there 
were further examples of these themes. Having identified the initial themes for each 
transcript, all of these themes were then considered collectively to establish 
connections between, and content clusters within, the themes. Smith (2004) 
describes the process of identifying connections and clusters in the following way, 
"Imagine a magnet with some of the themes pulling others in and helping to make 
sense of them” (Smith, 2004, p. 71). Clusters of themes which pulled together were 
described as superordinate themes, and each superordinate theme was given a
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descriptive title. The superordinate themes were then organised in a logical way so 
as to tell a coherent story.
In acknowledging the susceptibility of the process to the subjectivity of the 
researcher’s interpretations, the analysis was reviewed and checked with a male 
social psychologist who is skiiled in qualitative methods. Validity and reliability are 
not applicable in this context, as they assume that the researcher is objective and 
disengaged from the process of analysis (Henwood & Pidgeon, 1992). However, 
Yardley (2000) has suggested broad evaluative criteria as an alternative means of 
assessing the quality of qualitative research. In this context the analysis attempts to 
demonstrate ‘sensitivity to context’ and ‘transparency and coherence’ by providing 
detailed and relevant extracts from the transcripts to support the unfolding 
arguments and interpretations made by the researcher, which can be evaluated by 
the reader.
The themes are presented with evidence to support them in the form of verbatim 
extracts from participants’ accounts. In the presentation of the data, brackets with 
dots (...) indicate where any speech has been omitted and square brackets 
containing text [ ] are used to provide any information that is required for
ciarification purposes. All names have been changed to protect participant 
confidentiality.
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5.5 Results
5.5.1 Background information
The final sample comprised 10 participants; eight women and two men. The mean 
age of participants was 37.8 years (range 19-61, SD 14.1). They lived across the 
U.K. and were each affiliated with one of the four GP practices that were hosting a 
food intolerance clinic. Three participants were recruited from the practice in 
Heacham, Norfolk, two from Kennington, South London, four from Woodgate Valley, 
Birmingham, and one from White Inch, Glasgow. Eight of the recruited participants 
had been discharged from the clinic after having completed the Healthy Eating diet, 
and two were discharged after having continued on to complete the Wheat and 
Dairy-Free diet. In terms of educational level, two participants had been educated to 
GCSE Level, four had ‘A’ levels, two reported having higher education qualifications 
to less than degree level, and two had a degree or higher qualification. Eight of the 
participants reported their ethnicity as white British, one as black African, and one as 
Latin American. Four participants reported being single, three were married, one 
was in a civil partnership, and two were divorced or separated.
5.5.2 Overview of analysis
Two thematic clusters emerged from the analysis. These two clusters concerned:
♦ Reported experiences of living with symptoms prior to clinic attendance
♦ Reported experiences of clinic attendance: accounts of change
The first thematic cluster will be presented below and the second thematic cluster 
will be presented in the subsequent Chapter.
Within the first cluster, five main themes were identified. These themes were 
labelled:
♦ Descriptions of symptoms and severity
♦ Implications for personal, social and emotional life
♦ Hypotheses about causes of symptoms
♦ Tolerance of intolerance and help-seeking behaviours: passivity and 
agency
♦ Experiences of GP consultations
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Each of these themes is presented and iliustrations are given from the transcripts. 
Some tentative links to the literature will be made throughout the results section, 
however, how the results from the present study reflect existing research will be 
considered in depth in the final discussion. This is to avoid repetition, as many of 
the themes identified relate to similar components of the relevant literature base.
5.5.3 Descriptions of symptoms and severity
The first theme concerns the accounts provided by participants of their symptom 
experiences prior to attending the clinic. When asked about their symptoms, 
participants described them in terms of their type, frequency, duration and severity.
With regard to the types of symptoms, all of the participants described experiencing 
various gastrointestinal symptoms to differing degrees: bloating, diarrhoea, 
constipation, nausea, vomiting, stomach pains and flatulence. It is noteworthy that 
participants were not selected for interview based on any particular ‘type’ of 
symptom but that the gastrointestinal-type symptoms are congruent with frequently 
reported symptoms of food intolerance (Brostoff & Gamlin, 1998).
Scott’s account invokes a powerful image of the discomfort he experienced through 
his symptoms:
But my symptoms were pretty much kind of bloatedness, uncomfortable.
When I was really bad it felt like there was a blender in my intestines. I 
could feel every bit of movement: it was horrible. I had really bad diarrhoea,
and at the worst times, felt as though I wanted to be sick a lot. I never was
sick but that was horrible.
Symptoms were not confined to this category: fatigue was also reported (Celia and 
Helen), as were headaches (Helen), a dry mouth (Jackie), and concerns with low 
blood sugar levels (Celia).
The symptoms reported by participants occurred with differing frequencies: some
symptoms were present constantly or daily; others occurred sporadically. For
example, Susan described herself as ‘always blown up’. Bob told us:
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Well, the pain in the stomach and the wind and bloating feeling was virtually 
daily, and then diarrhoea. I would sort of get diarrhoea and it would last for 
a day and then go away and, you know, it would just come back 
intermittently.... But the pain, wind and bloating feeling was there more or 
less all the time.
Some participants described a symptom cycle. For example, Helen said:
It was kind of like, it would sort of build up and then I’d be really in agony 
and, and really ill with it and then I would suddenly, for want of a better 
word, I’d go to the toilet and then I’d feel better, and it would just sort of- build 
up again. (...) I mean at one point I was actually sick with it because it was 
making me feel sick; my stomach was quite bad.
Helen’s description provides an insight into the exacerbations and remissions of her 
symptoms in their severity as she moved between ‘agony’ and ‘feeling better’. The 
use of the phrase ‘I was actually sick’ in Helen’s account could be said to emphasise 
the severity and indeed reality of Helen’s symptoms. The symptoms were not just 
something that she was imagining: they were a reality. The use of the word 
‘actually’ here could be said to prevent Helen from being discredited and perhaps 
was used to diminish anticipated disbelief in her listener, as a way of legitimising her 
symptoms. For other participants, the symptom experience was not cyclical but 
rather a gradually worsening condition over time. For example:
And it was not that bad initially, pretty much unnoticeable, and then I, it just 
gradually got worse and worse and worse and I lived with it for a long time.
(Scott)
Scott also refers to the unspecified but lengthy duration of his symptoms in this 
excerpt, stating that he had lived with the symptoms for a long time. The majority of 
interviewees reported a symptom duration of over two years, with some as long as 
five or six years. For some, the gradual onset and exacerbation of symptoms over 
time seemed to be linked to a feeling of the symptoms being normal:
• P(articipant) Urn, a lot of stomach bloating. Urn, diarrhoea, fatigue, urn, I 
think those are the main things.
I(nterviewer) Yeah. And how long had you had those [the symptoms] 
for?
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P(articipant) I think for a while. Uh, it would sort of be on and off, I 
suppose, depending on, I imagine depending on what I was 
eating, or what I had been eating. But I just thought, well I 
mean the stomach bloating had been going on for years but 
I just thought that was just, I thought that was what 
happened. And so I kind of thought, maybe I should see 
whether there was something else. (Celia)
The labels used to describe symptoms also varied between participants. This is 
perhaps unsurprising, as there is no clear symptom set or diagnostic test that can 
label someone as having food intolerance. In some cases, patients continued to 
refer to their ‘symptoms'; they sometimes labelled their symptoms as ‘food 
intolerance’. However, it is also notable that the term ‘Irritable Bowel Syndrome’ 
(IBS) was frequently employed in participants’ accounts as a way of describing or 
labelling their symptoms. For some participants, the term IBS was used to describe 
their set of symptoms; they had been diagnosed with the condition and had 
accepted the label and were interested in the role of food/food intolerance in relation 
to their IBS symptoms. However, not all participants who had been diagnosed as 
having IBS felt that this was an appropriate diagnosis:
Several doctors diagnosed me as IBS and I was a little bit annoyed with 
them because they would happily just diagnose me with that without doing 
any tests. (Scott)
For Scott, despite the convergence of opinion from several doctors, the IBS 
diagnosis was not a legitimate one without medical tests to prove its existence. 
Other participants referred to IBS as a condition that they thought they might have 
but had not been officially diagnosed with:
Well, I have...I think I have irritable bowel syndrome, so sometimes I have 
urges to go to the toilet. Urn, what else? Sometimes I get bad stomach 
aches; I get cramps. (Sandra)
P I thought I might have like IBS or something. Well that was about as far 
as I got.
I And where did that sort of idea come from?
P Just, I’d just seen leaflets and things, bits and pieces on TV and I thought 
that some of the symptoms connected with that were similar to mine, so I
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thought maybe, maybe it was that, but then I had that little idea then 
didn’t do anything about it [laughs]. It was great. I didn’t really get very 
far. (Celia)
It is clear from the personal histories related by participants that the symptoms they 
experienced prior to attending the food intolerance ciinic were often severe and 
unpredictable in nature and of long duration. These symptoms had a considerable 
impact on the lives of the participants as their accounts went on to tell us.
5.5.4 Implications for personal, social and emotional life
Participants reported in detail the consequences that living with their symptoms had 
for different domains (personal, social and emotional) of their lives. From a personal 
perspective, the symptoms were often described as physically painful and 
uncomfortable, which in turn had emotional consequences for participants:
I’ve actually cried at work that much because the pain in my stomach and 
my back, because 1 needed to go to the toilet and when you haven’t been 
for about three or four days...and you want to go, it’s not very nice. (Jackie)
In Jackie’s account, the use of the phrase ‘actually cried at work’ could be said to 
indicate the personal severity of her symptoms. The pain was so bad that she had 
been driven to break down emotionally in a work context and the implication is that 
this is something that she would not expect to do. As well as highlighting the 
extremity of her reported reaction, the use of the word ‘actually’ could be again 
interpreted as lending credibility to Jackie’s condition, perhaps both for the benefit of 
herself (she really DOES have a legitimate illness) as well as to the listener.
For some participants, the process of having linked their symptoms to food intake 
seemed to have had implications for their feelings about food and eating in general:
Well, it’s not very nice is it? Because you, you are hungry at times but 
you’re scared to eat anything because you know you’re either going to end 
up being on the toilet constantly or it’s going to have the other effect and 
you’re constipated, and you can’t go to the toilet. (Jackie)
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I didn’t want to eat because I knew that it was, um, well, it hurt, I suppose 
you could say. I suppose it didn’t help that at the time I felt that it was 
helping not to eat. (Helen)
Both Jackie and Helen describe what seemed to be for them a powerful and harmful 
effect of living with ongoing gastro-intestinal symptoms -  that it led to a cycle of 
attributing the symptoms to food and fearing the consequences of eating and 
therefore not wanting to eat, or not eating and thus probably exacerbating the 
problems.
For some participants, there was a visible component to their symptoms, which had 
a negative effect on their self-image, as Emma described:
The bloatedness affected me in the way, because my tummy was bloated, 
my clothes, I didn't feel comfortable in my clothes. I felt big all the time.
And it did affect me quite a lot, my image quite a lot.
Participants also reported the effects of their ongoing symptoms on their emotional 
well-being:
I And how did those sorts of symptoms make you feel?
P What? In Myself? Pretty depressed. Not overly depressed because I’m 
not a depressed sort of guy but kind of just run down, like I felt, why is 
this happening to me? (Scott)
I suppose 1 was very fed up with it. It got quite depressing at times because 
I, I just felt ill all the time and so, yeah, I suppose -  not a depression, I 
wouldn’t call it depression. It’s just that it was, um, getting, it was wearing 
me down, I suppose you could say. (Helen)
Both Helen and Scott described the psychological impact of living with ongoing 
symptoms, that they could take a toil on emotional health. Both of them, however, 
emphasise that it did not become a mental health issue (‘not overly depressed’/‘not 
a depression’). This could be read as the participants ensuring that their physical 
health symptoms were not brought into question as psychosomatic symptoms 
originating from a mental health condition and therefore discounted as not real, as is 
often the case in contested illnesses (Ware, 1992). Alternatively, this could be
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interpreted as indicative of the social stigma associated with mental health problems 
in that the participants explicitly work to deflect a reading of their account as 
indicative of serious clinical depression.
A further emotional consequence of living with ongoing and often unexplained 
symptoms was, for some participants, the fear that their symptoms could be 
indicative of something more serious:
! was getting quite frightened with the stomach cramps because I began to 
think ‘Oh it's worse, it’s bowel cancer’ or something like that. My mother 
died of bowel cancer five years ago, so I became rather concerned and that 
obviously had an impact on my general attitude to going out and it obviously 
had an effect on me. It was worrying. (Fiona)
Although I knew it was IBS, there was all, you know, when you sort of get all 
these pains in your stomach. I mean, I’m one of these people whose mind 
does tend to work overtime a bit and you know, you think well, 'Is it IBS or is 
it anything else?’, you know, so you know, you, I do tend, I did tend to sort 
of get quite worried about it as well. (Bob)
Both Bob and Fiona had lost their mothers to bowel cancer, and so these seemingly 
innocuous ongoing gastro-intestinal symptoms had an increased sensitivity/meaning 
for these participants. Bob qualifies the credibility of his concerns (‘I’m one of these 
people whose mind does tend to work overtime a bit’) which raises questions about 
how credible his health concerns in relation to food had been found to be more 
generally (see earlier comments on the use of the word ‘actually’ in quotations).
There were aiso social consequences attached to the symptom experience, in 
particular the inconvenience associated with having gastrointestinal symptoms that 
were unpredictable in nature:
Well, I mean, the wind could be embarrassing [laughing]. The bloating and 
the pain was sort of like uncomfortable but you know, you can put up with 
that but the diarrhoea could be really, really difficult because it would just 
suddenly strike and I’ve been in a situation where I’ve been out, you know, 
it’s been sort of touch and go whether I’ve actually made it to a loo in time.
It’s been really, really difficult. (Bob)
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Um, well, bloating really and, um, and embarrassing wind which was 
socially unacceptable, you know. [Clears throat] I, um, didn’t want to go out 
or didn’t want people here because 1 was always frightened that... it was 
just like having a constant worry. You were worried that you were going to 
have to go to the toilet. (Susan)
These quotations also illustrate the often public nature of some of the participants’ 
symptoms and the feelings of embarrassment surrounding their symptoms, focused 
on the strict social regulation of the anal functions of flatulence and defecation. As 
seen in Susan’s account, her desire to keep her symptoms private and fear of public 
embarrassment were said to have had serious consequences for her social life.
Sandra’s account echoes Susan’s sentiments of embarrassment. However, Sandra 
explained how she was forced to make her symptoms public at work due to the 
overt behaviour they caused when she had to run to the toilet:
Um, I find that on my own it’s not so bad but still, it’s kind of weird; my 
colleagues are sort of... they’re kind of used to it that I have to run and I 
have to go then. It’s kind of embarrassing. I think it’s kind of public [laughs] 
if you see what I mean.
For some participants, another social consequence of the symptom experience was 
having to have time off work:
I did have a few days off work but I’m the sort that likes to go to work. Yes, 
believe it or not, I do enjoy going to work. So I only had a few days off. It 
did affect other parts of my life, yes, because I used to just lie in bed 
because I just was fed up of feeling so ill. And it was as though I was going 
up the doctor’s and nobody was listening. So, it did get me down quite a bit.
(Jackie)
I, um, got sort of, um, sort of very fatigued easily, um. I kind, I was having to 
have early nights. I always had to be worrying where the nearest toilet was.
I had to take time off work. I... yeah, it was just, it just was horrible. (Scott)
These extracts highlight the social consequences of the symptoms experienced by 
participants. Jackie’s explanation of having to take time off work, even though she 
enjoys it, indicates the severity of her symptoms in a socially understood way. Her
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avowal of her enjoyment of work could also be seen as concerned with stressing the 
credibility of her symptoms and deflecting any possible interpretation that they 
functioned as a means of avoiding work responsibilities.
The following extract from Sandra pulls together many of the central tenets of this 
theme, namely the implications of symptoms for the personal, social and emotional 
life of participants:
I think living with food intolerance is not easy. I think it affects me because it 
makes me feel bad, not only physically. You get the cramps and that sort of 
thing but also it becomes a matter that is no private [sic]. It can be 
embarrassing. It becomes part of my identity. My friends, I'm telling you, 
most of my friends, if not all, they know that I’m intolerant and they know if 
they come to my house I might make, let’s say, pasta for them, I will use 
Soya dream [?], no cream. I won’t offer them milk. Ah... we don’t have no 
more yoghurt in my house. It’s kind of my identity. Um, what else? I don’t 
know. It’s difficult, it can be embarrassing. It can make you feel sad, or... 
what’s the word? Sometimes like an outsider? Not as dramatic as an 
outsider, but, yes, sometimes I feel like, oh my God, I’m like the only one 
with this stupid problem, or what.
There is a lot going on in this extract as Sandra begins by telling us that her 
symptoms had both a physical impact on her life in terms of pain but also an 
emotional one in terms of embarrassment. Sandra reported not only how she felt 
her symptoms affected her life but also how they became a part of her identity. She 
seems to describe herself as sometimes feeling generally negatively different from 
other people (‘sometimes I feel like...I’m the only one with this stupid problem’) and 
also differentiates herself from friends on the basis of not having ‘normal’ food 
products in her house that visitors might expect (such as miik). She expresses 
embarrassment and, in a qualified way, positions herself as an outsider. Although 
distinctiveness has been said to be a desirable end-state for identity development 
(Breakwell, 1986), Sandra’s reported sense of distinctiveness is negatively 
evaluated and is unwanted.
As well as descriptions of the implications of symptom experience for participants’ 
lives, several participants referred to the perceived legitimacy of their symptoms. 
The idea of legitimacy of symptoms was visited several times by Sandra, particularly
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with regard to others’ responses to her. In reflecting on a visit to her GP concerning 
her symptoms, Sandra described feeling like a ‘hypochondriac’. At another point, 
Sandra said:
Let's say, male colleagues, they don’t kind of... I find... I think women are 
more supportive than men. Ah, I have felt in the past that, yes, people 
make me feel like this, that it’s all in my imagination. Kind of nasty, I know.
Other participants also questioned the perceived legitimacy of their symptoms by 
other people. Scott described how his illness became a joke amongst his friends 
and that they didn’t fully believe him or saw it as him using his symptoms to his 
advantage as ‘a way of getting out of things’:
It really was horrible; I wouldn’t wish it upon anybody because I just felt 
awful all the time and it was horrible using it as an excuse, sort of. My 
mates joke about it now but whenever I couldn’t do anything, it was always 
because of my IBS and it was kind of like becoming an infamous thing that it 
was always a way of getting out of things but they never really experienced, 
can appreciate how bad it was but you know, it was not very nice.
Furthermore there are instances when the participants themselves question the 
legitimacy of their own symptoms. For example:
I don’t know whether it is nerves or whether it is food intolerance, to be 
honest with you. (Susan)
But I really don’t, I still don’t know. I’m even more confused now whether it’s 
in my head, it’s affecting my body or is it something I put in my body.
(Susan)
These findings, concerning issues of legitimacy of symptoms with regard to medical 
professionals and friends/partners, parallel findings of research with patients 
experiencing CFS (Dickson et al., 2007b). Furthermore, the questioning of self in 
the absence of a clear medical diagnosis echoes research conducted by Nettleton 
(2006) with patients suffering from medically unexplained symptoms.
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Finally, in considering the reported implications that participants’ symptoms had for
their lives, we return to the idea of negative distinctiveness arising from food
intolerance symptoms (see the analysis of Sandra’s quotation earlier). Other 
participants shared the sense of isolation alluded to by Sandra. For example, as 
Scott recalled in his account above, his friends made jokes about his condition but 
they did not really appreciate how bad it was for him. In that sense, he was alone.
In contrast to this, other participants aligned themselves with other individuals with 
similar symptoms or who experience food intolerance in the same way that people 
with other socially stigmatising conditions or traits may do through support groups.
P Yeah. And I find it quite weird because I'm in my 40s; my fiance is in his 
30s. He doesn’t appear to have any intolerance at all to things, so I'm 
quite annoyed, and feel...I do get a wee bit, ‘Why me?’ at times.
I Yeah. As in why do you have to have this set of symptoms?
P Yes. I know I'm not alone.
I What makes you say that? Do you know other people with... ?
P Yes, I do. I have two friends, one who is [unclear] a coeliac [unclear]; a 
friend of mine who has got...what is it? She's got the intolerance, not to 
dairy but to wheat. And another friend’s had a colon illness. I can't 
remember what it’s called. And that was hereditary with her. (Fiona)
This excerpt demonstrates how, on the one hand, Fiona feels alone with her 
symptoms and wonders ‘Why me?’ as her partner is unaffected (with this response 
minimised by the qualifier ‘a wee bit’, possibly to fend off interpretations of self-pity), 
and, on the other hand, she draws upon other sources of information -  friends -  to 
reassure herself that there are other people experiencing this. This finds reflection 
in previous work which has highlighted how identifying oneself with others in a 
similar predicament, and gaining a sense of group support, is suggested to deflect 
threats to identity, and in the case of illness, can provide valuable sources of 
information where medical information is not readily available (Breakwell, 1986; 
Molleman et al., 1986).
The reported implications of symptoms for participants’ personal, emotional and 
social lives are far reaching and their accounts bring some understanding of the 
disruptive nature of living with ongoing, and often medically unexplained, symptoms. 
The nature of the symptom experience, that it is continuous yet unpredictable,
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seems to bring into question the legitimacy of the symptoms to both the participant 
themselves and those around them. The unexplained nature of participants’ 
symptoms leaves open the question of causes, which is another key aspect of the 
symptom experience that is explored by participants.
5.5.5 Hypotheses about causes of symptoms
Participants offered different causal explanations for the nature of their symptoms. 
Some participants made direct links between previous illness and the development 
of their symptoms. For example:
I'd had the symptoms for about five years and they actually started as a 
result of a really nasty bout of food poisoning that we picked up in Spain and 
brought back and I had a bacteria in my gut, which was very, very difficult to 
get rid of. Eventually had to go to the hospital and was prescribed a very 
strong antibiotic but with a warning of that kind that it would likely leave me 
with IBS, which it did. (Bob)
In this example Bob makes a clear causal attribution for the initial cause of his 
symptoms. However, this is not the only causal explanation Bob offered for his 
symptoms, as he later went on to discuss his observations about a potential 
‘hereditary angle’ to IBS:
As 1 mentioned, I’ve got two sisters and a brother and both sisters also sort 
of suffer with similar sort of problems. I mean, is anyone looking at the, sort 
of like the hereditary angle, you know? I mentioned that I’ve got this cluster 
headache and, you know, a sister and a brother suffer with that as well and I 
don’t know if there’s any sort of hereditary angle to IBS or, or whether it’s 
just a coincidence.
Bob’s initial idea that his symptoms came from a chance episode of food poisoning 
are somewhat in contrast to the idea of him having a hereditary predisposition to 
developing IBS. However, both function to account for his symptoms, although he 
seems to have different levels of confidence in the explanations. Other participants 
also offered multiple causal explanations. For example, Fiona talked about the 
possibility of having a hereditary condition:
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P My problem is I may have a hereditary condition. I'm adopted and I have 
no knowledge of my parents. I don’t know anything about them, so I 
don’t know if it's hereditary or not.
I I see.
P I don’t think it is because it would have manifested itself when I was 
younger and it only really started to become a problem in my 40s.
An alternative causal explanation for her symptoms offered in Fiona’s account is the 
idea that her body has overdosed on a type of food and is now responding to this 
(note the attribution of agency and responsibility to her body):
I've eaten cream and cream products ail my life, so I suppose that it’s the...I 
suppose I am typical of the...obviously my body has just overdosed on it.
So now I'm in my 40s, my body is giving it no chance to even eat this.
As well as making attributions to physical causation, as already discussed, some 
participants also considered the role of psychological causes in their symptom 
onset:
Years ago I had, urn... I’m not very big but I had a fibroid so I had a big 
stomach. And we did think perhaps 1 was... I’d got another fibroid or 
something. And then I was blowing up and I don’t get flat stomachs any 
more. I know I’m getting old but, urn, I just... it blew up and it just felt sore 
so felt as though I had... I have had a stomach ache just these last few 
days, to be honest with you, but I don’t know whether that was... because 
we were having people to visit for the weekend and I was getting a bit, you 
know, wound up. But it’s difficult to disassociate one thing with the other.
(Susan)
In this passage we can see Susan talking about the various attributions for her 
symptoms’ causes: a previous condition (fibroid), ageing and also the possibility of 
psychological causation (‘getting a bit...wound up’). She also remarks how it is 
difficult to disassociate one thing from the other.
Other participants also acknowledged the difficulty of pinning their symptoms to one 
specific cause. For example:
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I did read leaflets and things on irritable bowel and it was funny because 
there always seemed to be something in the papers as well about 
symptoms and irritable bowel. So, I did read those. But, you see, with me, I 
don’t know whether it is hard because I was depressed...and you can get 
irritable bowel syndrome with that. It’s hard to work out whether it was 
brought on through being depressed...or whether it was the food that was 
actually affecting me. (Jackie)
Many of the participants looked to external causes to find explanations for their 
symptoms. However, a few participants explored internal causes and the role of 
their own behaviours in their symptom onset:
P I think it was, well, it was kind of because when I felt like I did I didn’t eat;
I didn’t want to eat because I knew that it was, um, well, it hurt I suppose 
you could say and and I suppose that I got into a, a bit of a bad eating 
habit anyway because of my lifestyle and stuff. I tended to eat the same 
things all the time and sometimes I’d be like working or something and 
I’d realise that I hadn’t eaten all day and there were times when I’d gone 
two days and I’d forgotten to eat. And I know that sounds really 
ridiculous because my friends think that’s ridiculous but I do, you know, I 
just forgot to eat. If I wasn’t hungry I didn’t eat and I think because I had 
the pains and that it stopped me feeling hungry. But yeah, so that was, 
that was kind of when I realised that food had something to do with it.
I Right, so you were actually stopping food that made you...?
P No, it’s, is it, um, well, I suppose it didn’t help that at the time I feit that it 
was helping not to eat and I should have, and I know I should have been 
eating properly rather than eating the way I did. (Helen)
In this passage, Helen considers the causal role of her reported behaviour on her 
symptoms. However her invocation of purposeful agency is ambivalent (‘1 just forgot 
to eat...I felt that it was helping not to eat and I should have’).
The process of attributing causes to symptoms did not necessarily provide a 
completely personally credible account for participants, as many still reported 
wanting answers:
I just wanted an answer really. I thought it was weird and is there an 
answer, can I do anything? (Jade)
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Because um... when you’ve never suffered with something and then all of a 
sudden you start to, you want, you want answers to why. You know, I 
suppose if it's something you’ve had for years, I know a lot of people do 
have irritable bowel because there’s people at work who I work with, um... 
and you just want an answer to why you feel like you do...you know, why 
something all of a sudden has started to affect you. (Jackie)
Furthermore, the causal attributions did not necessarily provide frameworks from 
which to formulate plans of action. For example, knowing that their symptoms may 
have been caused by a previous illness did not provide answers in terms of a way 
forward for treating the symptoms. As Scott described, the process of being told 
that IBS was at the root of his symptoms was for him not a helpful diagnosis, as this 
meant that the treatment options were limited:
So I’ve lost a lot of sort of respect for the doctors now because they were 
just so happy to just go ‘IBS’ and that was it and not do anything, just say, 
that was it basically. ‘IBS, take these tablets when you feel ill’, you know, 
that kind of thing. (Scott)
The way in which individuals described their symptoms, and the reported 
implications that they had for their lives, as well as their thoughts about their 
causation, all have consequences for the help-seeking behaviours employed by 
participants.
5.5.6 Tolerance of intolerance and help-seeking behaviours: passivity and 
agency
In discussing the symptoms that they experienced prior to attending the clinic, 
participants also described various help-seeking behaviours that they had engaged 
in to attempt to manage/alleviate their symptoms. Help-seeking involved 
participants conducting their own tests to try to identify a culprit food, visiting health 
practitioners, and information seeking.
The majority of participants described a process of trial and error, in which they 
attempted to identify culprit foods for themselves. In some instances this process 
was unsuccessful due to lack of knowledge concerning potential culprit foods:
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First of all I thought it was tuna so I stopped eating tuna. But I still had the 
problem. Then I thought it was canned tomatoes so I stopped having those.
And I still had the problem, i never, never knew that you could be allergic or 
intolerant to milk. (Sandra)
Some participants successfully managed to identify a food that caused their 
symptoms, but reported that the effects of removing or consuming the suspected 
culprit food were not consistent and therefore did not remove their symptoms:
Well, I’d identified what I thought were a couple of foods that were urn, 
perhaps causing the diarrhoea and that was pork and lamb but to be honest 
I’d only really identified that, you know, in about the last year. But even that 
didn’t seem to sort of make too much sense because 1 would avoid a lot of it 
and occasionally I’d eat some and I’d be okay and on other occasions I’d 
eat, just have something and on one occasion and then that would start off 
diarrhoea up again. So it was quite sort of frustrating because there didn’t 
seem to be too much sort of sense in it all really so it was it was unreliable, 
you’re not, you’re not, do you know what I mean by that? (...) it’s an 
unreliable diagnosis really. I thought I’d identified some things but it didn’t 
actually always work out the way I thought it was going to work out. (Bob)
P Well, it was when 1 went to Pizza Express (...) I went there and after I’d 
eaten there I was sick. And I was just like okay, and I went again and it 
happened again. So I just thought well maybe it’s pizza and I cut out 
pizza. And yet still after certain foods I was sick, and then we sort of 
noticed it was like pasta and things. So I’ve cut back on them as well.
But then it still carried on so...so I’ve cut things out but it didn’t seem to 
be working (...)
I And then what did you think when you, so then you’d cut them out, but 
then sometimes you’d be sick again?
P Yes. And then I was just like, you know, I give up. (Jade)
Both Bob and Jade talked about the frustration that arose from the inconsistent 
reactions to culprit foods they had identified. For Bob it was frustrating because 
there wasn’t any ‘sense’ to it, and for Jade it ‘didn’t seem to be working’ and made 
her feei like abandoning any attempts to gain control over her symptoms. Both 
parties seem to express frustration that the simple scientific notion of cause and 
effect did not appear to work for them in a straightforward way. The expectation
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was that, having identified a food that caused their symptoms, removing the food 
would in turn remove their symptoms. It is interesting to note this lay version of the 
scientific experimental method in which the variable being manipulated (‘pizza1, 
‘pasta’) is too gross.
As can be seen in the accounts above, many participants experimented with the 
role of food in their symptoms prior to attending the food intolerance clinic. In 
pursuing these relationships, participants were taking an active role in attempting to 
manage their own symptoms. However, for all participants this experimentation was 
inadequate or ineffective and their symptoms continued; hence their subsequent 
attendance at the food intolerance clinic.
In terms of visiting health practitioners as a means of help-seeking, most 
participants reported having visited their GPs regarding their symptoms. Their 
experiences will be further explored in the following theme. The majority of 
participants did not report seeing any other health practitioners. For example when 
asked whether she had seen any alternative practitioners, Helen told us:
No, not really, no. I suppose with my lifestyle I don’t really have time to 
think about other things like that.
Two participants did report visiting other health practitioners and taking food 
intolerance tests. Sandra underwent a blood test for lactose intolerance through a 
pharmacy and received a positive result Jackie also visited two other health 
professionals, having not received what she felt was an adequate response from her 
GP:
I’ve got to be honest I did go and have allergy testing (...) it was one where 
you hold, it wasn’t the needle thing, she did it by this electronic probe and 1 
do think after it was a bit of a con...but at the time, I just wanted to know 
why I felt like 1 felt. And she came up with quite a few things that she 
reckoned I was allergic to. But certain things I didn’t even used to have in 
my diet. So, I don’t know whether it was a positive thing or a negative, 
um... I don’t know, if you don’t usually eat or drink something I don’t 
understand how they can pick up that you’re allergic to it. I’d have thought 
you’d have to have that product going into your body to...(...)To pick it up, 
yes.
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But I must be honest, before that, I even paid and went private. I went to 
BUPA because I was fed up of the dry mouth and not getting many answers 
from my doctor. So, I actually went, out of curiosity again, because of how I 
was feeling, I did pay and go private.
In this passage Jackie told the interviewer in an almost confessional manner (Tve 
got to be honest’) that she had undergone an allergy test. She questions the 
legitimacy of the test (‘I think it was a bit of a con’), but qualifies her decision to have 
the test as justified at the time based on how ill she was feeling and how much she 
wanted to find a cause/solution to her problems (‘I just wanted to know why I felt like 
I felt’). The outcomes of the allergy test did not make sense to Jackie -  which 
contributed to her questioning the validity of the test.
In the second passage Jackie again ‘admits’ having visited a private health 
consultant about her symptoms, due to the lack of help she felt she was receiving 
from her GP. Again, the need for answers, causes and solutions seems to drive 
Jackie’s help-seeking behaviour. In the previous theme we saw that Jackie 
described the causes of her symptoms as complex, and acknowledged that there 
may be no single causal factor. It may be that her actions in help-seeking in multiple 
places reflect this complexity, and convey a sense of a lack of coherence between 
what she thinks causes her symptoms and what treatment she requires.
Information-seeking was another help-seeking strategy employed by participants to 
attempt to understand and alleviate their symptoms. Information-seeking included 
searching the internet, referring to books or seeking advice/information from others 
(friends, colleagues):
P I mean I’ve looked on the internet and you know most of the things on 
the internet suggested probably that there wasn’t too much that you 
know one could help with. I didn’t particularly find that helpful at all to be 
honest [laughing]. I suppose, I suppose it’s too, it’s probably too, too 
wide and too general.
I So what sort of things did you look up when you were... ?
P Well just really I mean I’ve put in things like IBS and just read up sort of 
on some reports that came up you know really explaining what IBS is 
but, that it could be related to diet, but I didn’t find the information sort of
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personal enough and you know sort of being able to talk to somebody 
about it and discuss it, I didn't find it that helpful. (Bob)
I did look on the internet and my mum did but it didn’t really show anything 
really. No. There was no particular thing that 1 thought ‘wow that could be 
me’. (Jade)
Both Bob and Jade described their experiences of searching the internet for 
information about their symptoms as largely unhelpful. For both of them the 
information was too general (not individually tailored enough) to be helpful. Jade’s 
account in particular highlights that there was no process of identification in which
she couid recognise herself or her symptoms as the same as those given on the
internet.
Scott’s experiences of internet information-seeking were however quite different:
P 1 did look on the Internet a lot, but not, because I know, like I say, lots of
clinicians and doctors and stuff I used their sort of sources that they 
would look at, the medical stuff that they had like personal access to they
gave me access to have a look around and stuff, and so I got information 
from there as opposed to just normal Google searches which obviously
can lead you down avenues of stuff that are blatant lies or is untrue and 
stuff, but these were proper medical pages I looked at.
I And was that sort of searching helpful?
P Yes, very.
In this account Scott differentiates himself from other lay people who use the
internet and explains that having sought the advice of his colleagues in the medical
profession he was able to gain access to ‘proper medical pages’. His implication is 
that he was able to obtain more credible information than the average lay person 
would, and this served to lend legitimacy to his hypotheses.
Scott explained how he was able to narrow his search down to specific information 
that was meaningful to him:
Well, it, as I said to you before, there was, I looked on the Internet for, for 
some of the things and one of the things I looked for was Giardia and 
apparently travellers tend to pick up Giardia because we don’t have it so
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much in this country but it's quite endemic in all the other countries - they’re 
obviously used to it and we’re not -  and all the symptoms I was getting were 
everything that was on the list of Giardia was what I was getting.
But apparently Giardia infections cause you to have food intolerances 
anyway and basically just bugger your stomach up, basically your intestines 
and stuff, and really make you, and so it can cause, it can cause food 
intolerances.
In contrast to Jade’s earlier account, in these passages it seems that Scott’s internet 
searching facilitated a process in which he was able to identify with a particular set 
of symptoms and find some potential answers to his questions. Unlike Jade and 
Bob’s experiences, Scott described a specific set of information that he was able to 
obtain that appeared to be personally relevant to him.
Sandra discussed the use of books and TV programmes as a means of information 
seeking:
P Well, I had... Um, I used to watch, um, this programme... what is it 
called? ‘You are, what you eat’? Um, so I kind of got some information
from there. I bought the books from the same writer as displayed in
[unclear] [...] Yes. Ah, I read it. Um, I sort of absorbed some of the 
information. Yeah, I tried to do things for myself, you know. And I...
Because... I, I shop at Tesco. They know that I only buy Soya milk, or 
they know that in my household we buy Soya milk. Sometimes they 
send me vouchers and things like that. And then I got onto the Internet 
and ordered some things from... I think it was Provamel [?]. And they 
sent some information about dairy free products and recipes. So I kind 
of... I’ve been trying to be proactive about it. Over the years.
I How does that help?
P Um, it will help if I followed it properly, but I kind of... Well, I live with
someone else, so we can’t really... we don’t have the time to make one
dinner for me and one dinner for my husband.
Of particular interest in this passage is Sandra’s assertion of her agential role in her 
own health care (‘I tried to do things for myself, and ‘I’ve been trying to be proactive 
about it’). However she reports context-related variation in her agentic capacity
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which limits her ability to implement generally the information that she has obtained 
through her help-seeking.
A further contrast to Sandra’s assertion of her initially agentic role in her symptom 
management occurs when she later positions herself in a passive role and describes 
how she had to tolerate her health symptoms:
I So how did you manage those [the symptoms] before you went to the 
clinic?
P I just lived with them, you know. Um, yes, I just lived with them.
For Sandra there were obstacles which seemed to prevent her implementing any 
plans of action to avoid culprit foods, and so she reports a growing tolerance of her 
intolerance. The notion of tolerating symptoms is a situation that arose for many 
participants. For some participants symptom tolerance was an alternative to 
seeking help:
P Well, obviously it just wasn’t at all pleasant. And it just sort of became a 
way of life.
I So you were kind of putting up with it?
P Yes, very much so. (Fiona)
Um I don’t think I really managed them. I sort of just put up with it really I 
don’t I don’t know if I really managed them until I went to the clinic just to 
sort of see um if it was something that I was eating or something that was 
causing it. But for years I just sort of I didn’t really manage it I didn’t change 
my diet in any way. Um and so it was just I just sort of expected after 
certain meals I’d feel bloated and so I’d just sort of sit down and then wait till 
the bloating went away. That was kind of that was sort of it really. (Celia)
The examples provided in both Fiona and Celia’s accounts illustrate the tolerance 
(passive role) that some participants adopted towards their symptoms. It seems 
that over time participants’ symptoms became increasingly normal, and participants 
adapted to accommodate their symptoms. Celia later confirmed that she hadn’t 
sought help as she said: 'I got used to putting up with it, and 1 just continued’. For 
Susan tolerating her symptoms had felt like the only option as she explained that 
she got ‘too embarrassed’ by her symptoms to seek help. Note the passive
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approach adopted by participants in tolerating their symptoms (as opposed to the 
more active approaches: information seeking, conducting their own exclusion diets).
This theme has shown that various different help-seeking strategies were employed 
by participants. Many involved participants taking an active role in attempting to 
identify the causes of their symptoms, or potential solutions to them (for example, 
through information seeking, or testing culprit foods). However, in contrast to the 
active role, many participants reported a passive approach to their symptoms as 
they just learned to tolerate them. In some cases participants described moving 
between active and passive roles to find a way of managing their symptoms -  this is 
illustrated in particular by Sandra’s account of information seeking at the same time 
as having to live with her symptoms.
5.5.7 Experiences of GP consultations
As has already been seen, participants sought help in different ways, and in many 
cases seemed to take responsibility for finding out what was wrong with them, or 
how they could alleviate their symptoms. The majority of participants mentioned 
seeking help from their GPs to differing degrees. The experience with the GP varied 
from participant to participant in terms of the help offered, and the value of the 
experience to the participant.
In some cases the participants reported that the GP prescribed them medication to 
help to alleviate their symptoms:
I was prescribed some drugs about a year ago Mibevarin [?], which did help 
but in to some extent to to stop the the pain in the stomach, but didn’t have 
much effect on the wind and also I was still getting the bouts of diarrhoea.
So although that was a partial success it didn’t totally solve the problem.
(Bob)
However as can be seen in Bob’s account the medication did not tackle the cause 
of the problems, or prevent the symptoms from occurring. The medication only 
provided short term relief and for only some of the symptoms.
In other cases, the participants reported being referred by their GPs for further tests 
to investigate their symptoms:
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Yes, I’ve been to the doctor’s and you know I sort of explained all the 
symptoms to the doctor so you know, and I’d also obviously had this 
problem with the food poisoning and said that I was told that that would 
possibly leave me with IBS but the doctor was good in that he referred me 
to see a specialist and I had the endoscopy and colonoscopy. (Bob)
Bob’s account again touches on issues of legitimacy of symptoms, as Bob 
described the process through which he informed the doctor of his illness, and the 
doctor was seen as ‘good’ for referring Bob to a specialist. In this process it could 
be said that the GP lends credibility and legitimacy to Bob symptoms, by taking 
Bob’s reported symptoms seriously and referring him on for further help -  which in 
turn results in a positive evaluation of the interaction by the patient.
In contrast to Bob’s experience, other participants reported negative interactions 
with their GP, where the legitimacy of their symptoms was brought into question, 
through various means:
I So did you find your doctor helpful on that occasion?
P No. Not really... No, I felt just like I was being hypochondriac. When I 
know that I... you know, I have to run to the toilet in the mornings after 
I’ve had my coffee or whatever. I don’t think he gave me as much 
attention as he could have. (Sandra)
Sandra’s quotation illustrates that she did not find her GP helpful, or feel that she 
was taken seriously by her GP. Sandra described feeling like a hypochondriac yet 
emphasised the reality and severity of her symptoms (‘I have to run to the toilet’). 
Jackie described a similar situation, in which she was not offered further help from 
her GP until she had made numerous visits to the surgery with the same 
complaints. When she was offered a test Jackie interpreted this as arising not out 
of concern and belief in her symptoms but rather to stop her being a nuisance to the 
doctor:
Because I’ve kept going back up, it was Doctor X actually, and 1 think she 
was that fed up of me, I kept going up there, that in the end she did send me 
for that test to see if it was irritable bowel. (Jackie)
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As seen in the previous theme, Jackie resorted to alternative help-seeking due to 
what she felt was a lack of help from her GP. In the following quotation, Jackie
describes the feelings associated with not being taken seriously or helped by her
GP:
Because I just was fed up of feeling so ill. And it was as though I was going 
up the doctors and nobody was listening. So, it did get me down quite a bit.
Scott provided detailed accounts of his negative experiences with his GP which are 
worth considering in further detail, particularly with regard to issues of responsibility. 
When asked to describe his experiences with GPs, Scott said:
Horrible; they’re horrible. [Laughter], There’s a doctor I really want to put in
a complaint about and he was rude, obnoxious (...) And so all I had done
by three different doctors was stool tests and they came back negative and I 
was a little bit dubious because like I spoke to the clinician [a colleague at 
work] and she said you need other tests so I went to them -  she gave me 
loads of information -  and I went to him and said ‘look I’m having these 
symptoms’ gave him all this history like and stuff and I said ‘there’s a 
chance I could be Coeliac, can I have a Coeliac test?’ And he was very 
reluctant to do it and then at the end he went ‘Oh have you tried not having 
sort of dairy stuff?’ And I said, ‘Um, would that give, lactose intolerance, 
would that give me the same symptoms?’ And he went ‘Well try putting that 
into your Google search engine’.- he was like the, (...) Senior practitioner or 
whatever you call (...) because I asked to see someone of experience and 
he was so rude to me (...) He basically implied that I had gone there self- 
diagnosing myself from the Internet. That’s what I got from his saying all 
that and he was just basically very rude and didn’t really want to spend that 
much time trying to help me and made me feel like a bit of an idiot, (...) He 
was very horrible basically.
It is interesting to note that Scott’s negative experience with GPs centres on the lack 
of credibility and legitimacy that is given to his symptoms by the GP. In direct 
contrast to Bob’s earlier account of a positive GP encounter in which he was taken 
seriously by his GP and referred for further tests, we see Scott reporting the 
opposite situation in which he reports being mocked by his GP and describes his 
GP’s reluctance to take him seriously and send him for further testing.
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With regard to issues of responsibility, in the foregoing passage we see Scott taking 
an active role in his symptom management. Having initially received few answers 
from GPs concerning his symptoms, Scott described a process in which he took 
responsibility for attempting to find out what was wrong with him by information 
seeking from other sources (his clinician colleagues/the internet). Having gathered 
information and expertise about potential diagnoses, Scott re-presented this 
information to a senior GP to seek further help.
However, having received little help or direction from his GP, Scott was left to rely 
on his own resources again:
But I did do a lot of research myself and kind of came to some conclusions 
which the doctors probably should’ve come to themselves, which is a bit 
annoying.
In this passage Scott asserts that it should have been the responsibility of the doctor 
to diagnose what was wrong with him, rather than him having to do it. But in the 
absence of medical help from his GP Scott took into his own hands the 
responsibility of investigating the causes and the management of his symptoms 
(and becoming an expert patient). However, at the same time as taking an agentic 
role, Scott later recognises his own limits in what he could achieve through his own 
agency:
Well, basically I wanted more help because I didn’t, I spoke to people, we 
have clinicians in our labs and they were telling me why had the doctors not 
done these sorts of tests and all this sort of stuff, and I’d go, well, I don’t 
know, and it was just frustrating that there was no-one out there to help 
when I needed it because, because I felt really bad.
In this sense the clinic had something to offer him as Scott later acknowledges when 
talking about what he hoped to get from attending the clinic:
Uh, just some help, someone to listen to, somebody who actually gave me 
time, to talk to me and wasn’t just wanting to get me out the door so they 
could see someone more ill. But yeah, just someone to, someone who 
knew what they were talking about who would, because obviously, you 
know, GPs have got such a broad base, base of knowledge, they really
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can't help with specific issues, um, and a food intolerance nurse would 
obviously know a hell of a lot more kind of stuff that I would need to go and 
see her about.
Again in this passage, Scott revisits the legitimacy of his symptoms from the 
assumed perspective of the doctor -  that the doctor would rather see someone 
more ill. However, through his journey of help-seeking to understand and treat his 
symptoms, Scott has acquired an almost expert patient status and asserts that a 
specific clinic would be more suited to his needs.
In brief, this final theme has explored in more detail participants’ experiences in 
visiting their GPs. In the majority of cases it appears that any help that was offered 
was inadequate in improving patients’ health. In cases where participants were 
referred for further tests, this served as a means of making patients feel validated 
and their symptoms worthy of further exploration. However, several patients also 
revisited the idea of the legitimacy of their symptoms with regard to their interactions 
with their GPs. The in-depth consideration of Scott’s experiences of help-seeking 
returned to the ideas (see previous theme) that patients move between active and 
passive roles in their own health care to achieve different needs.
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The present study aimed to explore the experiences of living with food intolerance. 
The results illustrate a number of core themes relating to symptom description, 
impact of symptoms, hypotheses about causes of symptoms, help-seeking 
behaviour, and experiences of GP consultations. These find reflection in a range of 
research studies and relevant literatures. The results will now be considered in the 
light of this literature with a particular focus on theories and empirical research 
relating to illness representations, quality of life, help-seeking, and credibility/ 
legitimacy.
The results of this qualitative investigation into participants’ experiences of living 
with food intolerance symptoms have highlighted many key aspects of this 
experience. The first three themes provided a phenomenological insight into the 
lived reality of the symptoms as experienced by the participants and the ways that 
they had attempted to make sense of them. The initial theme began with 
descriptions of the often severe, perpetuating symptoms that participants were living 
with, sometimes on a daily basis. The following theme addressed the impact that 
these severe and ongoing symptoms had for all domains of participants’ lives 
(personal, social and emotional). These accounts highlighted the disruptive and 
serious nature of participants’ symptoms as participants discussed their physical 
pain, fear of eating, negative body image, poor emotional health, fear of more 
serious underlying illness, embarrassment and inconvenience of symptoms and fear 
of public humiliation. Despite the uncertain nature of participants’ symptoms, the 
third theme revealed that participants had attempted to make sense of their 
symptoms and offered, in some cases, complex and multiple causal explanations for 
their symptoms.
5.6.1 Illness representations
The ways in which participants talked about their symptoms find reflection in some 
of the dimensions of Leventhal’s Self-Regulatory Model (SRM) (Leventhal, Nerenz & 
Steele, 1984) of illness behaviour, in particular the identity, timeline, and causes 
dimensions of the model. The identity dimension is said to be a key aspect of the 
illness process, and is one of the more challenging issues for these participants with 
ambiguous gastrointestinal symptoms. In the first theme we saw that participants
5.6 D iscussion
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used a variety of labels to describe their symptoms, and did not seem to have a 
clear-cut illness identity. Not having a clear illness identity has consequences for 
participants’ illness legitimacy, which will be considered in further depth later in this 
discussion. Furthermore, with regard to Leventhal’s SRM, the analysis 
demonstrated that participants talked about their symptoms in conjunction with their 
timeline. Participants made reference to both chronic and cyclical timelines as has 
been noted in previous research concerning functional somatic syndromes (Petrie et 
al., 1995).
The third theme revealed that, in line with Leventhal’s SRM, participants had 
constructed casual beliefs concerning their symptoms. Many of the causal 
attributions made involved physical factors such as previous illness, heredity and 
body overdosed on food. In a few cases participants also considered psychological 
causes for their symptoms such as getting ‘wound up’ and depression. 
Furthermore, the majority of explanations focused on external causes for symptoms, 
though a few participants also considered internal causes for their symptoms (e.g. 
their own behaviour). These findings are consistent with other research studies 
which suggest that patients with FSS often believe they have serious physical 
disease (Gomborone et al., 1995), and have complex models of the causes of their 
illness, often including a biological explanation (e.g. virus, immune system damage) 
(Moss-Morris & Petrie, 2001; Peters et al., 1998). In addition, research has found 
that individuals with FSS are significantly more likely to make physical and external 
causal attributions than patients with diagnosed depression or medical illness 
(Moss-Morris, 1997; Moss-Morris & Petrie, 2001; Peters et al., 1998).
As well as the emphasis on physical causation for their symptoms, on several 
occasions in the analysis we saw individuals’ accounts actively working to attempt to 
deflect any reading of their symptoms as being psychological in origin. The 
avoidance of psychological causal explanations fits with research concerning other 
medically unexplained illnesses which suggests that this is again tied in with illness 
legitimacy, as, in the absence of medical explanations for symptoms, medical 
practitioners often turn to psychological explanations (‘all in the mind’) which, for the 
patient, is a delegitimising experience of the reality of their somatic symptoms 
(Dickson et al., 2007b; Gienton, 2003; Nettleton, 2006; Ware, 1992). This topic will 
be revisited later in the discussion.
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Returning to participants’ causal explanations for their symptoms, it is noteworthy 
that, despite the complex and multiple causal attributions offered by participants, 
they did not seem to provide sufficiently credible accounts or enable treatment plans 
to deal with symptoms, as participants still reported wanting answers and continuing 
to search for them. This finds parallels with previous qualitative research in which 
the same process was noted in participants with medically unexplained symptoms 
(Peters et al., 1998).
5.6.2 Quality of life
As well as being able to draw comparisons between the research findings and 
Leventhal’s SRM, other theories in health psychology can be applied to the research 
findings. In considering the second theme in which participants talked about the 
implications their symptoms had for their lives, the construct of Quality of Life has 
relevance. It can be seen that participants describe in detail the consequences that 
their ongoing symptoms had for their quality of life, and these fit into the three broad 
health-related quality of life domains; physical, psychological and social (Fallowfield, 
1990). The accounts provide a sense that the symptoms had a significant negative 
impact on many different aspects of quality of life, and were not trivial in nature. 
Previous research that had considered quantitatively the impact of food intolerance 
for individuals’ lives did not seem to find a large impact of symptoms on quality of 
life. However, it may be that the measures taken (such as the number of sick days 
from work) were not appropriate to reveal the impact of adverse reactions to food. 
The accounts in this analysis suggest that, although individuals may find ways of 
continuing, or tolerating their intolerance, the symptoms that they learn to tolerate 
can have a very distressing and meaningful impact on all areas of their lives.
5.6.3 Help-seeking
In addition to participants’ sense-making and accounts of symptom experiences (as 
seen in the first three themes), the analysis also considered their experiences of 
help-seeking for their symptoms. The fourth theme revealed that participants 
frequently employed an active role in attempting to manage their symptoms, through 
their own food elimination attempts, to engaging in information-seeking (internet, 
books) and visiting health practitioners. This analysis highlighted the inadequacies 
of the services available to participants and the consequences of living long term
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with these medically unexplained symptoms -  an eventual tolerance of the 
intolerance in which participants gave up trying to help themselves and put up with 
the symptoms. An in-depth consideration of participants’ experiences with their GPs 
in the fifth theme further revealed that the experiences with their GP differed 
between participants. The prescription of medication or being sent for tests by GPs 
was seen by the patients as being taken seriously and having their symptoms 
legitimised. However, in several cases there was an overall feeling of a lack of help, 
information, support and belief on the part of the GP. Individuals reported feeling 
left with having to seek information and manage their symptoms for themselves, or 
having to ignore their symptoms. These pathways, however, were less than 
satisfactory and participants were left still wanting answers.
Several parallels can again be drawn between these research findings concerning 
help-seeking behaviours and existing literature. To begin with, it is interesting to 
note that nearly all of the participants had visited their GP regarding their symptoms. 
It is suggested that individuals with frequent and persistent symptoms are more 
likely to seek help (Mechanic, 1977), which in this case fits with the initial theme in 
which many participants reported symptoms that were there constantly or daily. 
Furthermore, in line with Zola’s (1973) ‘social triggers’, patients reported interference 
in their perceived normal physical and social functioning as a result of their 
symptoms and were therefore motivated to seek medical help to achieve a return to 
normality.
A research study conducted by Peters et al. (1998) found that patients with FSS 
frequently reported negative feelings from medical consultations, and felt that their 
GP did not believe them and suggested that their symptoms were imaginary or 
stemming from psychological illness. Patients also reported feeling that the doctors 
did not acknowledge the extent of the severity of their symptoms due to negative 
test results. Patients who were unsatisfied with the information and causal 
explanations offered by the doctor, sought further support themselves in the form of 
information from the internet or self-help groups. The findings in this study echo the 
findings of Peters et al., as patients reported receiving a lack of belief and support 
from their GPs and resorted to their own methods of help-seeking (internet, books, 
own testing). A further qualitative research study which reports similar findings with 
CFS patients is by Dickson et al. (2007b), who described a shift in power dynamics
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between the patients and their GPs, as the patient took on an ‘expert’ status and 
came to know more about their condition than their doctors.
5.6.4 Credibility/legitimacy
As previously noted, there has been a trans-thematic concern relating to the 
legitimacy of illness, which is worthy of further consideration. In the first theme we 
saw participants grappling with different labels for their symptoms, which would 
seem to imply that participants were unable to obtain a clear illness identity. 
Leventhal’s self-regulatory model suggests that obtaining an illness identity 
(label/diagnosis) is an essential part of making sense of the illness experience. 
According to Bishop and Converse (1986) it could be suggested that the ambiguous 
nature of the gastrointestinal symptoms (i.e. that they could be indicative of many 
conditions) experienced by participants meant that symptoms did not fit neatly into 
participants’ illness prototype structures, and therefore participants were not able to 
find an adequate label and clear illness identity for their symptoms.
Research with CFS patients has suggested that individuals report relief when they 
receive a diagnosis of an illness as this often confirms the legitimacy of their illness, 
and provides them with a concrete label to deal with, and find treatment for (Ax et 
al., 1997). However, in this instance, it appears that participants were not able to 
obtain this sense of relief or credibility for their illness, as the ambiguous 
symptomatology hinders this. On several occasions, the question of symptom 
legitimacy arose, as participants emphasised the reality and severity of their 
symptoms and attempted to deflect any potential disbelief by the listener as to the 
credibility of the symptoms (‘I was actually sick’, ‘I actually cried’).
In the second theme, the issue of legitimacy of illness was again visited as 
participants described the impact of symptoms on their personal, social and 
emotional lives. Wrapped up in these accounts were references to their symptoms 
being questioned by friends, medical professionals and, in some cases, the 
participants themselves. As noted in the results section, this resonates with 
research in areas of other illness based on medically unexplained symptoms, where 
participants are often unable to secure a clear medical definition/label for their 
symptoms, and are constantly working to prove the existence of their illness, and 
their status as a legitimate/credible patient (Dickson, 2007b; Nettleton, 2006). Here
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the issues of legitimacy were interwoven into participants’ self-identity as we saw 
them struggle between a sense of isolation and negative distinctiveness brought 
about by their symptoms, or in other cases participants aligned themselves with 
others in similar predicaments in order to deflect threats to self-identity and gain a 
sense of support.
Again, legitimacy was encountered in the final theme concerning patients’ 
experiences of GP consultations, where participants either felt as though their 
symptoms were treated as legitimate and worthy of further investigation by their GP, 
or they encountered scepticism and a lack of advice, support and treatment. Within 
the medical encounter it is suggested that the individual seeks to move from person 
to patient by having their illness legitimised by the doctor. This enables the patient 
to adopt the ‘sick role’ and to be excused from personal responsibilities and from 
blame for their condition (Parsons, 1951). However, the individuals in this instance 
did not receive illness legitimacy and a sick role identity from the GP. Participants at 
some points discussed feeling so ill that they had to take time off work, or were not 
able to engage in normal activities; however, they felt unsupported and dismissed by 
their GP and were not excused from these personal responsibilities.
These findings echo research conducted in other functional somatic syndromes 
such as a CFS. For example, Dickson et al.’s (2007b) study considered 
delegitimation of the illness experience in individuals with CFS. In this context the 
term delegitimation refers to one’s beliefs and ideas about an illness being refuted 
(Kleinman, 1992). Dickson et al.’s IPA analysis revealed that participants 
encountered feelings of delegitimation from the medical establishment, friends and 
partners. Participants referred to the feeling that disbelief from others implied that 
they were imagining or exaggerating the symptoms to avoid or escape from their 
responsibilities (e.g. going to work, socialising with friends).
In a similar vein to conditions such as CFS and chronic pain, food intolerance does 
not have a single underlying biological explanation for its cause, which is at the root 
of the issues of legitimacy. Food intolerance cannot be easily diagnosed; there is no 
single causal explanation, or straightforward symptom set, and therefore it is open to 
interpretations of socio-cultural and psychiatric origins (Cooper, 1997; Ware, 1992). 
Patients living with ongoing medically unexplained symptoms have to fight for a sick 
-role identity and for a label for their symptoms (Glenton, 2003; Nettleton, 2006).
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Without this, individuals are open to interpretations of their symptoms not existing or 
being imagined, and being seen as malingerers who are trying to avoid personal 
responsibilities.
Furthermore, without an illness label and diagnosis, the delegitimisation of illness 
can be closely tied to stigmatisation. Goffman (1968) makes a distinction between a 
stigma that is related to having a physical deformity and a stigma that is associated 
with character blemishes (such as weak will, dishonesty, mental illness). In the case 
of food intolerance and other medically unexplained illness, it is the stigma 
associated with character blemishes and the insinuation that the illness does not 
really exist that the individual must work to avoid (Glenton, 2003).
5.6.5 Strengths and limitations of the study
In considering the present study, the following strengths and limitations should be 
taken into account. Firstly, the sample size is small, and the findings only represent 
the accounts of the ten individuals’ interviews and cannot be generalised to other 
patients. However, this is not the purpose of in-depth qualitative work.
Furthermore, the participants’ accounts of their experiences are retrospective and 
are therefore subject to memory biases.
This study only interviewed individuals who had experienced a positive symptom 
change at the clinic. This group was selected to consider specifically accounts of 
change with regard to symptom improvement. Future studies would benefit from 
considering the experiences of individuals who attended the food intolerance clinic 
but did not experience symptom change, to explore their sense-making of this and 
whether they subsequently continued to pursue explanations of food intolerance, or 
whether they investigated alternative explanations. This would provide an
interesting comparison with the individuals who experienced symptom improvement.
It should also be noted that, in only considering individuals who have attended the 
food intolerance clinic, this sample may have self-selected individuals who were 
experiencing more severe symptoms and disruption to their lives, hence their 
willingness to attend the clinic. It may also be that these individuals had a more 
established illness identity (in terms of calling their symptoms food intolerance) as
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they have attended a food intolerance clinic and had the role of food in their 
symptoms confirmed.
These cautions should not detract from the fact that this study has provided a 
valuable insight into participants’ accounts of living with food intolerance, a subject 
that has not been previously studied using qualitative methods. The analysis 
demonstrates that, in some cases, strong similarities can be drawn between 
accounts, and this suggests that these themes may have wider applicability. 
Furthermore, the numerous parallels noted between findings in this study and those 
of studies of other medically unexplained illnesses (chronic back pain, CFS, 
fibromyalgia) also lend weight to the findings of this study, and suggest that this 
topic is worthy of further exploration.
5.6.6 Implications for practice
In terms of implications for interventions/practice, this study is the first that has 
attempted to provide an account of individuals’ experiences of food intolerance in a 
Primary Care setting. The implication from these findings is that there is limited help 
available in Primary Care at the present time to assist individuals in understanding 
or managing their symptoms. The participants in this study experienced ongoing 
gastrointestinal symptoms and reported a significant impact on their lives when 
living with them. This should not be overlooked by health care professionals. In the 
absence of clear-cut and straight-forward diagnoses, providing the patient with a 
feeling of being supported and having credible, disruptive symptoms, may help to 
reduce some of the negativity associated with help-seeking and with the symptom 
experience.
5.7 Conclusions
This was an exploratory study designed to investigate individuals’ experiences of 
food intolerance. The results revealed that for this group of participants, living with 
ongoing gastrointestinal symptoms had a significant negative impact on their lives 
and was associated with feelings of uncertainty, the need to find a cause and a 
sense that their problem lacked legitimacy. Several parallels can be seen between 
the experiences of individuals with food intolerance and literature that has explored 
other medically unexplained illnesses. In particular the unknown aetiology and
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confusing nature of symptoms meant that individuals were unable to find simple 
ways to manage their symptoms, help-seeking was often not fruitful, and individuals 
were left without answers to their problems. This study provides further evidence 
that, from the patient’s perspective, a food intolerance clinic at Primary Care should 
provide a valuable addition to existing health services.
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C H A P T E R  6 - T H E  P R O C E S S  O F  SY M PT O M  C H A N G E
6.1 Overview
This Chapter reports the results of the second cluster of themes that emerged from 
the interviews conducted with patients attending the food intolerance clinic and 
focuses on the process of symptom change for participants. This Chapter will begin 
by reviewing background research concerning the use of qualitative methods in 
complex interventions. This will be followed by a brief description of the 
methodology of this research study (as it was described in detail in Chapter 5). The 
resultant themes will be presented with illustrations from participant’s interview 
transcripts, which will lead to a discussion drawing in relevant research findings and 
psychological theory.
6.2 Background
As noted in the literature review concerning mixed methods (see Section 2.7), whilst 
there is an emphasis on quantitative investigation in psychological research, there 
are limitations to these methods and times at which qualitative methods can be 
deemed more appropriate. The evaluation of complex health interventions is an 
example when combining qualitative and quantitative methods of enquiry may 
provide a more complete understanding of the intervention process (Larsen, 2007; 
Yardley & Bishop, 2007). The majority of health interventions measure patient 
outcomes using quantitative methods (e.g. questionnaire-based designs). Whilst 
these measures may provide information concerning the effectiveness of an 
intervention, they do not lend insight into why an intervention may or may not work 
(Pope & Mays, 1995). In the case of a medical or drug intervention, quantitative 
assessment of patient outcome may be sufficient in ascertaining whether or not the 
drug has the desired effect on patients’ health. However, for complex interventions, 
it is more difficult to isolate the specific aspects of an intervention that may have 
brought about changes in patients’ health status. Qualitative research studies fit
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particularly well into this gap, and are being increasingly used to investigate the 
‘Why does it work?’ question concerning health interventions.
An example of a study which has used qualitative methods to evaluate a complex 
intervention is that of Miller, Druss and Rohrbaugh (2003), which used focus groups 
to consider the important ingredients in an integrated Primary Care clinic for 
veterans with psychiatric disorders. Their qualitative study was conducted to 
elaborate the findings of a quantitative study which had revealed that patients 
randomly allocated to an integrated Primary Care service had demonstrated 
significantly better health outcomes than those allocated to a regular medical clinic. 
Their qualitative analysis revealed that several aspects of the clinic were identified 
as potential ‘active ingredients’ in improving patient outcomes. The flexibility of the 
Primary Care clinic in terms of longer appointment times, and shorter waiting times 
to obtain appointments, was cited as important. Furthermore, the integrated 
approach to psychiatric and medical issues was seen as facilitating patient-provider 
trust and communication. Miller et al. acknowledge that, whilst their qualitative 
findings may be less reproducible than those from a questionnaire-based 
investigation, they nevertheless provide a valuable indication of elements of the 
programme that will guide the future service and further evaluations.
MacLeod et al. (2002) also conducted a qualitative study to examine patients’ 
perceptions of the useful ingredients in genetic counselling. This methodological 
approach was particularly useful in this instance, as the measurement of successful 
patient outcomes following genetic counselling is difficult, as the patients are usually 
healthy and they are not being offered specific treatment. Therefore, MacLeod et al. 
attempted to provide some understanding of the useful outcomes of genetic 
counselling from the point of view of those being counselled. Their interpretative 
phenomenological analysis revealed that obtaining information was an important 
aspect of the genetic counselling for all patients, and they paid particular regard to 
being seen by an ‘expert’, and having their issue validated. Furthermore, attending 
the clinic gave patients a feeling of being able to do something positive to help 
themselves, either immediately or in the future, and the involvement of the doctor 
was reported as helping to reduce feelings of vulnerability.
Another example of a study which used a qualitative methodology to follow up a 
quantitative evaluation was conducted by O’Toole et al. (2004) and investigated the
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experiences of individuals accessing a first episode psychosis intervention. O’Toole 
et al. had previously published quantitative findings that found significant 
improvements in symptoms, cognitions, quality of life and treatment adherence for 
patients attending the service. However, to elaborate their service evaluation they 
conducted a focus group study with twelve service users. The results of a 
qualitative analysis revealed that key elements of the service that were heipful to 
patients were identified, such as the ‘human’ approach, the involvement of the 
patient in making treatment decisions, and the flexibility of the service. The patients 
reported a reduction in psychotic symptoms that was also linked to an increased 
confidence and independence. O’Toole et al. noted that that both their quantitative 
findings and the implementation of best practice guidelines were supported by the 
qualitative study.
Finally, a study conducted by Rogers, Day, Randall and Bentall, (2003) considered 
patients’ understanding and experiences of a trial to improve the management of 
anti-psychotic medication. They found that patients seemed to gain self-efficacy 
from communicating with the professionals in the trial. Furthermore, although there 
was a large amount of positive feedback, the qualitative investigation revealed that 
many participants did not recall details about the intervention.
in the context of the present thesis, the patient outcomes of individuals attending a 
food intolerance clinic in Primary Care were evaluated in a quantitative study (see 
Chapter 4). This evaluation revealed that, whilst attending the food intolerance 
clinic, patients showed significant improvement in subjective reports of symptoms, 
mood and health status. The intervention involved many components including 
visits to a Primary Care nurse, completion of food diaries, dietary intervention and 
completion of questionnaires. Furthermore, the intervention was subject to 
numerous professional, personal, social and cultural variables. The quantitative 
investigation, however, does not provide an insight into how patients experience the 
intervention, why they believe they have experienced improved health outcomes 
whilst attending the clinic, or what specifically was valuable or useful about the 
intervention. For these reasons a qualitative investigation from the perspective of 
the patient was deemed a valuable approach to gain a fuller understanding of the 
factors involved in positive outcomes.
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The aims of this study were to investigate the experiences of people who reported 
improvement whilst attending the food intolerance clinic. In particular this study was 
concerned with participants’ accounts of how their symptoms changed, and 
individuals’ accounts of factors that may have influenced this or have been involved 
in this process.
6.3 Aims
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6.4 Method
6.4.1 Design
The study used a qualitative design with in-depth telephone interviews as in Study 3 
(see previous Chapter).
6.4.2 Participants
The participants for Study 3 were also included in this study.
6.4.3 interview schedule
The following questions were used as a guide for the interview schedule, but this 
was flexible and adapted to suit participants’ emerging narratives (see Appendix 23).
• What was it that prompted you to come to the food intolerance clinic?
• Could you briefly describe any changes in your symptoms that occurred while 
you were attending the clinic?
• How did these changes in your symptoms affect you/your life?
• What do you think might have led to changes in your symptoms?
• Do you think anything about the clinic helped you to change your symptoms?
• Could you briefly describe any changes that have occurred since you finished 
attending the clinic?
• Having been discharged from the clinic, how have you been managing your 
symptoms since?
• How close do you think you came to achieving what you originally wanted to get 
out of going to the clinic?
6.4.4 Procedure
The procedure for of data collection and analysis was described in Study 3 in the 
previous Chapter (see Section 5.4.4).
6.4.5 Analytic strategy
The interviews were transcribed and analysed using IPA as described in Study 3 in 
the previous Chapter (see Section 5.4.5).
231
Following on from the first cluster, a second cluster of themes was discerned 
through the analysis concerning the experiences of participants attending the clinic, 
particularly with regard to accounts of change. Within the second cluster five main 
themes were identified. These themes were labelled ‘expectations of clinic 
intervention’, ‘symptom changes’, ‘implications of symptom change for personal, 
social and emotional life’, ‘accounts of processes of change’ and ‘adherence and 
non-adherence’. Each of these themes is presented and illustrations are provided 
from the transcripts.
6.5.1 Expectations of clinic intervention
Participants described retrospectively what they had originally expected to gain from 
the clinic. The majority of participants stated that they were expecting to find 
answers to their problems by attending the clinic. In many cases people wanted to 
identify a culprit food:
Well you know I was hoping that it would help identify that if it was a group 
of foods or a particular food that was causing the problem you know that it 
would help me isolate it. (Bob)
...sort of like an answer. I thought maybe like they’d be able to find this is 
what's causing it leave it out and then that’s it kind of thing. (Jade)
Uh, I suppose I wanted some sort of um fairly immediate answers that 
would that would solve all the problems in one go which was a bit expecting 
a bit much. But I suppose 11 was hoping that they would be able to isolate it 
down to a particular type of food which causes me the bloating and the 
fatigue and the diarrhoea. If I could just eliminate that from my diet then 
everything would be all right. (Celia).
Participants were keen to get help with their symptoms from the clinic and 
emphasised the extent to which their lives were affected by living with their 
continuous symptoms. For example, Jackie’s explanation for attending the clinic 
was that her ongoing symptoms 'were just a nightmare to live with’. Other 
participants responded thus:
6.5 R esults
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I What were you hoping to get from attending the Food Intolerance Clinic?
P I don’t know. Possibly a way forward. Just to be able to kind of like 
figure out if there was any way of having normality in my life. It is very 
difficult for my family and friends, It is very difficult for my fiance. (Fiona)
Well I was hoping to feel better really I suppose urn and have some help on 
knowing what to eat that was probably what I was hoping to get out of it just 
to enjoy food again I suppose because it got to the point where I wasn’t 
enjoying eating. (Helen)
As can be seen in Fiona’s extract, she was very aware of the pressure that her 
symptoms were putting on people around her, and was keen to get back to an 
ordinary way of being. The idea that Fiona was looking for a return to normality 
emphasises how disruptive her symptoms were in her daily life that she feit she did 
not have normality. For Helen, as well as feeling unwell, the process of having 
linked food to her symptoms had implications for her enjoyment of food and desire 
to eat.
Many participants had engaged in various help-seeking strategies prior to attending 
the clinic (see previous Chapter), yet these had not provided them with a complete 
solution to, or relief from, their symptoms; the clinic was therefore seen as another 
option. Bob told us that he felt that attending the clinic ‘was certainly something 
worth trying’.
For Scott, having had negative experiences of seeking help from his GP (see 
previous Chapter), he expressed a desire to feel listened to and validated at the 
food intolerance clinic:
Uh, just some help someone to listen to somebody who actually gave me 
time to talk to me and wasn’t just wanting to get me out the door so they 
could see someone more ill. But yeah just someone to someone who knew 
what they were talking about who would, because obviously you know GPs 
have got such a broad base of knowledge they really can't help with specific 
issues urn, and a food intolerance nurse would obviously know a hell of a lot 
more kind of stuff that I would need to go and see her about.
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In particular this quotation reveals Scott’s desire to talk to someone who saw his 
symptoms as credible and legitimate. Having previously seen his GP, Scott had felt 
that his symptoms were not taken seriously and that the doctor was more interested 
in patients who were more ill. Scott further asserted his need for specific knowledge 
about his condition, which he felt he was unable to obtain from his GP.
6.5.2 Symptom changes
As well as considering what participants were expecting from the clinic, it is also 
relevant to consider their actual reported symptom changes. Participants were 
asked to describe any changes in their symptoms that occurred whilst they were 
attending the clinic. As participants were selected on the basis of symptom 
improvement, it was not surprising that the accounts focused on how they felt better. 
There was some variance in the course through which symptoms changed. For 
example, Fiona told us how she experienced immediate improvement in her 
symptoms whilst attending the clinic:
P The changes were, I would say, almost immediate.
I Almost immediate improvements?
P Yes.
1 ln everything?
P Yeah. Well-being. I wasn't feeling so tired. I wasn't quite so bloated. It 
really was huge.
Several participants reported feeling slightly worse when embarking on the diet 
before their symptoms then improved :
Well I suppose the first thing I noticed was I wasn’t getting so much 
headaches. The headaches sort of stopped first. Obviously I put that down 
to obviously the caffeine side of things. As 1 say the first few days I felt 
really bad and very lethargic and that but I guess that was things getting out 
my system but after that I started to perk up and the headaches stopped 
and I had more energy, and my stomach, I became more regular, for want 
of a better word, which obviously my pain stopped. I still get the odd pain 
now but it’s nowhere near what I was getting and they, they’re tolerable -  do 
you know what I mean? So I’m, I just feel better, more energy and I’m more 
happier. Yeah. (Helen)
234
However, having lived through the short symptom exacerbation, the symptom 
improvement was evident. As Helen’s quotation demonstrates, her symptoms 
reduced to a very low and manageable level, and this had consequences for her 
overall well-being (see subsequent theme for further detail).
Participants were also able to reflect on how their symptoms had been since they 
had been discharged from the clinic. Most of the participants reported a continued 
improvement in their symptoms:
I And so since you’ve finished going to the clinic, has there been any 
changes in your symptoms since you've finished attending?
P I haven't had any symptoms.
I You haven't had any?
P No.
I So you’ve completely got rid of them?
P Yes. I haven't had wind, bloatedness and if I get tired now it’s just down 
to work doing too many hours nothing to do with what I've eaten.
(Emma)
It’s touch wood, my bowels are better, my mouth is a thousand times better.
It didn’t happen overnight, I still have to watch what I eat and drink, and I do 
know if I do have something with, and I do have a lot of sugar, it does start, 
my stomach and my mouth start. (Jackie)
The symptom improvement was lasting in the majority of participants interviewed. 
However, for several participants, the initial symptom change at the clinic did not 
continue in the months following their discharge from the clinic. Those who had 
seen a return of their symptoms offered explanations as to why they felt this had 
happened. Some participants had intermittent symptom relapses, which were tied 
up with issues of adherence/non adherence (reviewed in more detail in the final 
theme). Celia however felt that her symptoms had Improved whilst attending the 
clinic but had returned in the subsequent months, she told us;
Yeah, 1 suppose it didn’t really... I think overall the diet if it could be stuck to,
I think it’s quite a good sort of good thing but I’m still to be honest I have to 
say I’m still a bit in the dark about what the issue is and maybe it’s not 
maybe it’s not a Food Intolerance Clinic issue. Um, I don’t know. But I feel 
don’t really know I’m not sure what’s the best thing, best thing to do for me,
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because I can’t it’s very difficult for me to stick to those that diet and I don’t 
know whether the when I broke it it caused the symptoms to get worse or 
not. I don’t know,! don’t know. (Celia)
In this account, Celia refers to still being ‘in the dark about what the issue is’. This 
could be read as Celia attributing her symptom return'to a lack of identification of a 
specific culprit at the clinic (treated in more depth in the later theme: accounts of 
processes of change). Alternatively ‘the issue’ may refer to Celia questioning the 
actual nature of the factor causing the symptoms (food, anxiety, stress, other health 
problem, etc.).
In summary, the descriptions of symptom change for participants revealed that 
symptom change occurred in a variety of ways for participants, but that the majority 
had reported an ongoing symptom improvement, having been discharged from the 
clinic. Participants went on to describe how these symptom changes affected their 
lives.
6.5.3 implications of symptom change for personal, social and emotional life
The symptom improvements experienced whilst attending the clinic were said to 
have had consequences for many aspects of participants’ lives. On a personal 
level, participants reported physical relief in not having to live with the pain:
It certainly made a huge difference in a very positive way you know not, not 
to have this sort of virtually constant pain in the stomach and the bloating 
feeling. (Bob)
In addition to improving the specific symptoms that participants were visiting the 
clinic for, in several cases when patients implemented the dietary changes they also 
reported overall improvements in their general well-being (see also Helen’s account 
in the previous theme):
P I thought I was going to feel worse. I thought I’m not going to have any 
energy or anything because I wasn’t eating the sweets and stuff you 
know the sugary things. I thought I’m going to be horrible for the two 
weeks. And my mum thought that as well she said 'You’re going to be 
really cranky’. But [laughs] 1 wasn’t at all I was I actually felt a lot a lot
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. better and more energy and...more life in me when I cut out everything.
So that quite surprised me really.
I Yeah. And how do those sort of changes in your symptoms affect you in 
your life?
P It was a lot better. I felt like, I went out more, and like yeah, I’ve actually 
got the energy to go out now. Whereas before I’d be like no I’m too tired.
Forget it. (Jade)
Contrary to Jade’s expectations, the changes she made to her diet had a positive 
influence on her overall health which in turn had implications for social life as she felt 
able to engage in more activities.
Susan reported significant changes in her life as a result of decreased flatulence, 
diarrhoea and bloating:
How can I say... I wasn’t so socially unacceptable either. It wasn’t so 
embarrassing. I felt i felt better in myself and I had more energy, I felt, 
because also when you’re a bit bloated and you fee! ugly and horrible and 
you just don’t want to do anything you know. So you sort of tend to put 
things off and of course it's easier when you’re not working.
(...) So I feel more confident now having more control over my body and I do 
feel better about myself... there are off days obviously, as everybody has,
For Susan an improvement in her symptoms meant that she became ‘less socially 
unacceptable’. It seems that Susan’s symptoms had become an intrinsic part of her 
self-identity and how she labelled herself (as ‘socially unacceptable’) as opposed to 
her being a person who had to live with socially unacceptable symptoms. Susan 
also describes general feelings of better health and having more energy, and 
reflects on the impact her symptoms had had for her self-esteem and therefore for 
normal daily activities (‘you feel ugly and horrible’; ‘you just don’t want to do 
anything’). Susan later acknowledges that her symptom improvement is linked to an 
increase in confidence, not just about how she looks, but in having more control 
over her symptoms.
Confidence was also an issue that arose for Emma, who had previously described 
that her symptoms affected her image by making her feel constantly big and bloated
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and uncomfortable in her clothes. When describing how her symptom change had 
affected her, Emma said: ‘I can fit into my jeans and feel comfortable’. This touches 
on the idea of a return to normality, that Emma can just wear normal clothes and 
feel comfortable.
An increase in confidence was a feeling that was commonly reported following 
symptom change. As already noted, for some it was with regard to their physical 
appearance; for other participants an improvement in their symptoms was linked to 
an increased confidence in social situations:
It just meant that I could go out without worrying about having to find a toilet
half way through an evening. (Fiona)
P It, well as I said it makes you feel better doesn’t it? Because before you 
were worried about wanting to run off to go to the toilet. And I don’t have 
to worry or think about that any more. Because you can sort of just get 
on with your normal everyday life. As best as possible.
I Yeah. The idea of returning to normality, isn’t it?
P Yes, it is. Yes. And that’s all anybody really wants isn’t it? To feel a bit 
normal. (Jackie)
I And what about eating out and things like that now?
P I do eat out now yeah. I’m not I’m not scared of eating out now. Yeah,
I’ll just eat out. I still like I’m trying to keep away from certain stuff and 
whatever, but...
I So, you do avoid certain things?
P Yeah. But I’m not as scared as I was before. (Jade)
Jackie’s account touches on an issue that arose for many participants, that an 
improvement in their symptoms removed their fears and anxieties concerning their 
sometimes urgent need to defecate in social situations. Jackie referred to being 
able to ‘get on with your normal everyday life’. The idea of returning to normality 
has already been visited in the first theme (see Fiona) with regard to participants’ 
expectations from the clinic. The suggestion here, that participants’ symptoms 
prevented them from having normality, highlights the disruption that symptoms had 
on individuals’ daily lives, and the benefit that participants experienced when they no 
longer had to live with these symptoms. Jade’s quotation above also represents a
238
return to normality in which she is able to eat meals at restaurants again without 
fearing the consequences. Scott’s account below further emphasises a return to 
normality where his symptoms are absent; he therefore no longer has to think about 
them, or worry about how they may affect him in social situations:
Um, well like there’s times when I don’t even think about it, [laughter], 
because it’s I just before it was always like having to go to the toilet every 
day was always a kind of oh this is going to be painful and this is going to be 
interesting whereas now it’s just oh I’ve got to go to the toilet oh well. I know 
it’s a lot different it’s yes as I say most times I don’t even think about the 
symptoms. I don’t have to worry about what I’m going to be doing.
The above discussion has demonstrated some of the reported consequences 
symptom improvement had for participants’ social lives in terms of being able to 
return to normality and engage in social activities without considering their 
symptoms. Furthermore, the recovery from living with long term symptoms had 
implications for participants’ emotional lives, for example, with regard to relieving 
their concerns that their symptoms were indicative of a more serious illness:
But yeah I mean I think I’ve got quite sort of blase about it really you know 
it’s yeah it’s just one of those sort of little aggravations in life that you know 
you have to put up with. But I think it’s my attitude has changed because 
it’s helped me identify you know now I know what the cause is it takes away 
any of the sort of worry or sort of stress that you know that I might have had 
before not not realising that totally that well you know is it this or is it 
something else. (Bob)
In Bob’s extract he explains that having found that he can attribute his symptoms to 
food has alleviated his worries that his symptoms signified underlying illness. The 
use of the term ‘blase’ emphasises how unconcerned Bob now feels about his 
symptoms and that he himself acknowledges this change in his attitude -  and 
attributes it to understanding the causes of his symptoms.
Having experienced symptom improvement several individuals also reported 
general improvements to their emotional well-being:
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Well I felt happier I think. Yeah, I think that’s the word to describe it.
Because as I said I felt positive and I felt that I was trying to change 
something and that it was working. And so I felt better. (Sandra)
Yeah, I do feel a lot better. It’s more, it’s not because as I said I never let it 
get me down so I didn’t stop socialising didn’t stop doing the sports and 
stuff, but it just makes life a lot easier. It just makes me feel a lot better; I’m 
going to work and getting a lot more work done. Basically I’m more happier 
in myself more than anything because now I feel as though I’m, I’m winning 
and it’s not winning -  do you know what I mean? Sort of role reversal 1 feel 
yeah, a lot happier. (Scott)
Sandra reports feeling happier; and more positive and she attributes this to her 
agential role in her health care; she was taking control of her symptoms and 
achieving positive results, and this in turn made her feel better emotionally. Scott’s 
quotation neatly encapsulates the central tenets of this theme, that having improved 
symptoms has implications for Scott personally, socially and emotionally. On an 
emotional level he reports feeling happier, on a social level Scott reports that he can 
continue with the social activities he was doing before, but that these are much 
easier to undertake without his symptoms being present. From a personal 
viewpoint, Scott asserts that he is more productive at work. Finally, Scott powerfully 
describes that he feels he is winning over his symptoms, rather than them winning 
over him. Again this returns to ideas about gaining control, and here we see Scott 
describing the positive feeling he gains from having a sense of control over his 
symptoms as opposed to his symptoms controlling him.
Overall this theme has demonstrated the numerous positive implications that 
symptom change had for participants’ lives. From a personal viewpoint, participants 
reported experiencing less pain, and gaining positive changes in their general well­
being. In a social context, participants reported increased confidence, both in their 
physical appearance and in their taking part in social activities. Participants also 
reported that symptom changes had positive implications for their emotional well­
being. Embedded in participants’ descriptions of implications of symptom changes 
for their lives were several recurring ideas, in particular, the idea of returning to 
normality, and gaining/taking control of their symptoms.
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We now turn to how individuals described the process of symptom change and 
consider reports of aspects of the clinic process that may have facilitated change.
6.5.4 Accounts of processes of change
In considering the accounts of participants concerning their processes of symptom 
change, three sub-themes emerged; 'facilitation of insight into patterns of food 
intake and symptom occurrence’, ‘specified diet facilitating more general discipline 
about food intake’ and ‘relationship with nurse’. These shall be considered in turn.
i) F a c ilita tio n  o f  in s ig h t  in to  p a t te r n s  o f  fo o d  in ta k e  a n d  s y m p to m  
o c c u r r e n c e :  fo o d  d ia r ie s  a n d  o th e r  s o u r c e s
The first sub-theme concerns the process of insight into the links between patterns 
of food intake and symptom occurrence that participants reported taking place. This 
sub-theme includes a consideration of participants’ accounts of the process of 
identifying a culprit food, and the facilitation of insights into links between food intake 
and symptom occurrence as provided by the food diaries, and the food intolerance 
nurses.
The majority of participants reported having identified a culprit food/food group whilst 
attending the food intolerance clinic:
P They [the symptoms] did get better, but inevitably they did sort of flag up 
something that did make me quite ill which was quite nice.
I What was that?
P Wheat. Yeah, more sort of white, white, it was really bad if ever I had 
white bread I got really ill the next day, but if I had sort of wholemeal or 
any other types of bread it. If I just had like the odd slice it was, wasn’t 
bad, but if I had sort of sandwiches, sort of four or five slices of bread, 
regardless of white or wholemeal it still made me ill so that was quite 
nice to, to know that that was the case. (...) I now know exactly what to 
stay clear of to be fine, and having seen, since having seen [the food 
intolerance nurse] and since having stopped eating bread, since that day 
I can't tell you the last day I actually felt ill, for a whole day anyway.
(Scott)
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Well, it’s made a really positive effect because I never suspected that 
caffeine was one of the main causes of the symptoms and you know I do 
honestly believe that by cutting out caffeine has made so much difference.
It’s been it’s made me feel so much better and you know the symptoms well 
all but disappeared -  and quite sort of rapidly. (Bob)
As both Scott and Bob explained, having identified a culprit enabled them to remove 
it from their diet and remove their symptoms. Bob suggested that he would have 
been unlikely to discover this culprit for himself as it was not something he would 
have thought of removing from his diet. This idea was visited in the previous 
Chapter when participants talked about conducting their own exclusion diets prior to 
attending the food intolerance clinic. Some participants noted that they did not know 
what potential culprit foods could be, and this lack of knowledge hindered their own 
help-seeking.
Fiona felt that the food intolerance clinic allowed her to test clearly her hypotheses 
concerning the foods that she thought were linked with her symptoms:
P Anything that i eat with cheese in it, so it doesn’t necessarily need to be 
meat. That's why I'm fairly confident that it is the dairy. And I suppose 
having the opportunity to take part in this study absolutely dotted the Is 
and crossed the Ts on just about everything.
I In the sense that it allowed you to see whether or not those things were 
actually causing the symptoms?
P Yeah.
Jade did not find a specific food until after attending the food intolerance clinic. 
However she was satisfied that through following the diet her symptoms had 
stopped and she could therefore attribute her symptoms to food. Jade said:
P It felt good, yeah. It... even though it wasn’t like a proper answer of this 
is what’s causing it, it did feel like an answer if you know what I mean. It 
was like, obviously it’s something to do with the diet. And now it’s gone, 
basically. So, it’s quite, yeah, it’s gone.
I And since the clinic, have you linked it to anything?
P Well, I did have... what did I have? Spaghetti Bolognese after the clinic, 
and i was sick after that. So, we looked at the ingredients of the 
spaghetti and the pasta and stuff, and it was saying wheat flour. And
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Pizza Express do these frozen pizzas in Sainsbury’s. And I looked on 
the back of the ones that I usually have, and it says wheat flour. So we 
don’t know, we’ve sort of linked it to that. We think it could be that. So I 
haven’t been eating those. Or things with that in, and I haven’t been sick 
since that. So, that's what we’ve linked it to.
Sandra reported that she gained an awareness of culprit foods at the clinic, but also 
that information provision has not been sufficient to implement change post clinic 
(this will be returned to in theme five when considering justifications for non­
adherence):
I was made aware of things that 1... There were things that I already knew, 
and that was reinforced, the dairy things. And then there were things that I 
was made aware of like this intolerance, or whatever it is, to pulses. And 
the fact that I need to stop drinking coffee at some point.
Celia however was one participant who felt that she had not managed to make any 
specific links between food and her symptoms, and found that her symptoms 
returned post discharge from the clinic:
P Um, it’s frustrating. I sort of just I don’t quite know what to do about it, so 
um, but I don’t know I suppose if someone had the magic answer and 
said, ‘Right, wheat is the problem and if you don’t eat that then all your 
all your symptoms would be cured’, then I just wouldn’t eat wheat but 
because it’s sort of sort of at the end of the clinic it was sort of a little bit 
inconclusive, [unclear]. I don’t know what causes it and what’s not 
causing it so although I’m still trying to maintain the healthy diet because 
I think that’s just good generally, certain things that I’ve eaten or drinking 
before I’m eating and drinking again because I don’t know whether it’s 
that that’s causing it or not.
I Uh huh. Yeah, it's almost like having that ambiguity kind of, makes you 
think, oh, well, I might...
P I might as well eat it then [laughs]. Yeah, yeah, exactly.
When asked what participants felt had led to changes in their symptoms, as well as 
indicating that identifying a culprit food had been important/useful, participants 
frequently referred to the food diaries that they were required to complete as part of
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the clinic process. Participants talked about the awareness of general eating habits 
that was brought about by the diaries:
P The actual Healthy Eating made me feel so much better because before 
then, I didn't realise until I wrote my diary how much chocolate and 
sugary stuff I eat and drink, and then looking at that she was like, yeah, 
you’re a bit rubbish with your diet, but I changed my diet and started 
eating fruit and some of the natural sugars. I felt so much better, (...)
I Yes, and you sound sort of almost surprised? Was the process of kind 
of looking at the diary surprising? Was it? And then...?
P Yeah, because obviously you eat stuff in the day, you don’t really pay 
any attention to what you’re eating, but when you actually have to record 
it all, you kind of then look at it and think, oh, maybe I’m a little bit 
unhealthy. Because I always thought, I mean I’m quite, a fit and healthy 
guy but I never thought my diet was as bad as it was. [Laughter]. (Scott)
The diaries actually were very helpful. Because it does give you a chance 
to look back on things. Plus, it did make me aware of what I was eating and 
drinking. Because before I probably wouldn’t really eat anything. And it got 
me into a pattern, where I do at least now have three meals a day. And I 
probably haven’t had three meals a day in about 30 years. You know, I’ve 
never had breakfast, I’d probably have lunch at work about 11 o'clock and 
then I probably wouldn’t eat until 11 o'clock the next day. Because I used to 
just drink loads of pop and fill up on that. So, it has helped me in that way, 
and when you look back, when you do the diary, I did used to look back at 
certain things...and it does, it just makes you aware of what you’re having.
So, it was from that actually. (Jackie)
As Scott’s quotation highlights, for him the diary acted as an externalising agent 
which enabled him to have an insight into his dietary habits; these turned out to be 
quite different from the image that he held. For Jackie, as well as facilitating insight 
into what she ate, the food diaries provided a means to regulate her food intake.
Other participants mentioned how the diaries were the key in helping to identify the 
culprit food:
It’s a good way of writing down because if you don't you forget. And it’s 
easy to pinpoint things then, and especially when you had to write down
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what you were eating and then the symptoms that you were getting. So it 
was an easy way of pinpointing the food. (Emma)
There's certain foods that I'd never have pinpointed and said, well, that’s 
causing this, and... Because I've never kept a food diary and explained my 
symptoms. I'd sort of eat something, suffer, and then forget about it and 
probably the next day I'd probably have something else that would cause it.
I could never pinpoint... (Emma)
Again, Emma describes how the diaries provided insight and enabled a 
systematic process of identification of foods that were linked to her 
symptoms. Emma also implies the key role of the clinic in enabling this 
process as she reports that she would not have been able to do it on her own 
('there’s certain foods that I’d never have pinpointed’). Helen’s quotation 
below echoes Emma’s suggestion that trying to find answers without the 
clinic was difficult, and goes on to describe the key features of the clinic that 
she believed had facilitated her symptom change:
I mean the clinic, if I hadn't have gone there I wouldn’t have even probably 
thought about changing things because I probably would have thought, oh, 
it won't make much difference, you know, so for her to set it out in the way 
she did and, you know, sort of encourage me to do it the way I did and, you 
know, the fact that I kept a diary for her and she'd done it to sort of see, um, 
you know, what I was eating and how it affected me in that way. It was, it 
was, it helped me to see it on paper - do you know what I mean? -  and then 
I realised it’s, it’s something that should have been common sense anyway,
[clears throat], that a lot of people probably don’t even think about and I just 
needed a bit of a kick up the backside from somebody like [the food 
intolerance nurse]. [Laughter]. Do you know what I mean? So yeah, you 
get, you get stuck in a rut of doing stuff and I think the clinic, she helped me 
to see what I was doing wrong, yeah, and she pointed me in the right 
direction with it really, with the, with the help she gave me.
As seen in Emma’s extract, she attributes her symptom change to different aspects 
of the clinic. Helen mentions the diary and how it provided her with an external view 
of her dietary habits ('it helped me to see it on paper’). She also discusses her 
relationship with the nurse (see final sub theme in this Section for further detail), and
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how the nurse facilitated insight into her dietary behaviour (‘she helped me to see 
what I was doing wrong’) and helped her to change it.
Other participants also attributed facilitation of insight into food intake and symptom 
occurrence to the nurse:
I’m feeling, definitely feeling a lot better. You don’t realise how much junk 
you do eat until then really. Well, I didn’t. Until someone sort of like points it 
out to you. (Jade)
Some participants did not specifically attribute facilitation of insight to the nurse or 
the diaries but talked about an overall awareness that they had gained through the 
clinic process. Jade said that the clinic had process had ‘opened her eyes’. Other 
participants said:
It absolutely came bang on with knowing...it absolutely highlighted what the 
problems were, and what I needed to do about them. (Fiona)
Well, I've really sort of, um, come to understand that for me, I do think that 
they are totally induced by food, what I eat, and it’s made me realise that I 
do actually have you know, the control in my own hands, you know, and you 
know, as long as I keep off the things that I know that are going to cause the 
symptoms, then I’m fine. You know, it’s really made me aware that I am 
totally in control of this by diet. (Bob)
For Fiona, the clinic process had pinpointed the problems and the solutions. Bob 
explained that linking his symptoms to food had enabled him to gain control over his 
symptoms. This idea of gaining control over symptoms is a horizontal theme that 
arises in many participants’ accounts.
Furthermore, Helen reported that the clinic process had facilitated an awareness of 
her dietary habits, which then enabled her to understand and control her symptoms:
Um, I still get the odd time when I, some of the symptoms do come back 
and I do think to myself, what have I eaten?, and I think, ah, that’ll be the 
reason. 1 can pinpoint for myself, I did this or I ate that, and that’s the reason 
why I’m feeling like I am. I’m more aware of when, when it’s happening and
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why, why it might be, whereas obviously before it was, I didn’t really take 
notice of when, when it was actually happening, so I do, I maybe sort of 
control it more I suppose you could say, in the way that I know if I do eat 
that thing then obviously this is why I’m getting this pain sort of thing, so 
yeah.
ii) S p e c i f ie d  d ie t  fa c ilita tin g  m o r e  g e n e r a l  d is c ip l in e  a b o u t  fo o d  in ta k e  
As well as identifying culprit foods, participants noted that the process of attending 
the clinic had had implications for their diet in general. Some participants reported 
an overall increased awareness in what they ate:
1 don't think I really took any notice what I was eating...before. I wasn’t 
thinking about it. I'm not thinking about it consciously now to the fact where 
I'm obsessive or anything. But I'm more sensible. (Emma)
Um, I think what’s probably quite good about it, was it makes you more 
disciplined about you eat, when you kind of, when I was on the diet, I was 
looking more carefully about the sugar content in certain foods, and that 
influenced, my decision whether or not to actually buy it in the supermarket 
and... So that, I think that is quite a good thing. (Celia)
Uh, but what I did get was that it’s made me more conscious of what I eat 
and, perhaps more appropriately, what I can’t eat. So I do try very hard not 
to have anything that’s processed and, you know, so I’m more sort of... I’ve 
always been a fresh fruit and vegetable sort of person and it makes me 
want to eat more of those. (Susan)
Other participants reported that the disciplined diet plan increased their awareness 
of the need to eat regular meals. As seen above, Jackie reported that the diary 
helped her to learn to eat three regular meals a day, whereas previously she had 
been eating irregularly (sometimes only one meal a day). Helen had also previously 
reported that she was not eating regularly as she felt that not eating was helping her 
symptoms. However, having been encouraged to eat regular meals at the food 
intolerance clinic, Helen reflected:
When I think about it it’s common sense, just common sense eating, 
balancing your diet properly and eating at the right times and it’s stuff that
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you should do anyway, isn’t it/that we just take for granted. But yeah, I’m,
I’m pleased I went.
Hi) Relationship with nurse: facilitation and support
A further reported key aspect of the clinic experience and process of symptom 
change was the participants’ relationship with the food intolerance nurse. Several 
participants, when asked what they felt had led to symptom change, discussed their 
relationship with the food intolerance nurse. For example:
Having someone that knew what they were talking about; she’s very 
knowledgeable and very supportive. This was the great thing, I came out of 
the first meeting with her and I looked at my clock, I mean I was in there for, 
with her, with her for an hour, and that was amazing just to sit and she was 
happy to just listen to me talking about my symptoms, my moaning about 
doctors and all this sort of stuff. It was nice to actually have somebody who 
had the time to speak, and so that was really good, and she just, as I said, 
she knew what she was talking about, she answered all my questions about 
diet and things like that and how adding one thing or taking one thing out 
would help you, whereas I wouldn’t necessarily know that myself. So yeah, 
she was, she was very knowledgeable and helpful. (Scott)
I think the support, the challenge, and... Um, I don’t know. Yes, she was 
there for me. She knew what she was doing. Um, I don’t know. Yes, I think it 
was support overall. (...) The diary, the support, the fact that I could well, I 
sort of sort of trusted her. And I sort of... I wanted to do it. And she was 
there for me. (Sandra)
As can be seen in both Sandra’s and Scott’s quotations, two of the key nurse 
characteristics reported as having facilitated participants’ journeys through the food 
intolerance clinics were knowledge and support. From a knowledge perspective 
both Sandra and Scott refer to the fact that they saw the nurse as 'someone who 
knew what they were doing/talking about’. Knowledge held particular importance for 
Scott (see previous Chapter) as he previously had had negative experiences with 
his GP where he felt he was not receiving adequate help for his symptoms. The 
food intolerance nurse was able to demonstrate her knowledge by being able to 
answer Scott’s questions and therefore gained his acceptance as a credible source 
of information.
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With regard to the supportive role of the nurse, for Scott it was important that the 
nurse could listen to him and be sympathetic, whereas for Sandra, she felt it was 
important that the nurse was there for her, and that she trusted her. Sandra 
emphasises the supportive role of the nurse in her statement ‘I wanted to do it. And 
she was there for me.’ Sandra’s desire to change her eating behaviour was not 
sufficient alone, but the presence of a supportive, trusted other was needed to 
facilitate the change process. Susan further said:
I Do you think there was anything specific in the clinic that helped you to 
change your symptoms?
P Other than um you know following the diet sheet, and knocking things 
out of your daily diet? Just everything really. Just general advice (...) 
but just generally knowing that somebody was interested, that it wasn’t 
embarrassing to talk to them. I would have found it more embarrassing 
to talk to a man I’m sure. It was nice to talk to a lady who had a 
sympathetic sort of disposition, even if, at the time, she goes outside and 
bangs her head against the wall. But she was a very pleasant lady and I 
just felt comfortable. That’s why, I mean, I didn’t get in a state going 
down there and I just felt that I was perhaps on the road to recovery or 
there was, you know, light at the end of the tunnel and that it wasn’t all 
sort of gloom and doom.
For Susan, the experience of being listened to and not being made to feel 
embarrassed were key aspects of her relationship with the nurse. Susan reported 
being made to feel as though her symptoms were legitimate, although she was not 
altogether confident in this assumption as she notes (‘even if (...) she goes outside 
and bangs her head against the wall’). It was these nurse characteristics that Susan 
attributed to being able to attend the clinic successfully (‘I didn’t get in a state going 
down there’), which in turn enabled her symptom recovery.
Susan later acknowledges that her symptom improvement could be directly 
attributed to her successful relationship with the nurse:
I So you felt less bloated and you felt more energetic?
P I did. I felt better. But whether that’s, you know, psychology as well, I 
don’t know, because I felt I was getting somewhere or somebody was 
interested.
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For Fiona, the no-nonsense approach taken by the food intolerance nurse was a key 
element for her in facilitating the process of change:
I mean it was the person that was in charge of the survey, from my point of 
view, was super [unclear], easy to talk to, very helpful, very stern. She was 
absolutely the right person to be doing the job. I was very fortunate for that.
In Sandra’s experience her relationship with the nurse and the almost parent-like 
role assigned to the nurse was a factor in her adherence to the clinic diet and 
recommendations:
I think the support and also the fact that I had to write everything I was 
doing. I was trying to be good because [The nurse] will find out anyway.
[Laughter].
This theme has incorporated three sub themes to examine participants’ accounts of 
processes of change. For the majority of participants attending the clinic, identifying 
a culprit food was a part of the process of symptom change. Furthermore, the food 
diaries and the clinic nurse were key features of the clinic which participants 
reported as facilitating insights into their dietary behaviour and influencing change. 
The overall diet was also discussed by participants as having a wider effect on their 
dietary behaviour; in particular, participants mentioned the awareness and discipline 
that they had applied to their eating behaviour as a result of the specified clinic diets. 
Finally, the relationship with the food intolerance nurse was a key part of 
participants’ accounts of their processes of change. In particular, the support of the 
nurse where needed, and her specific knowledge, were cited as key elements in 
facilitating change.
6.5.5 Adherence and non-adherence
In continuing to examine participants’ accounts of processes of change, the subject 
of adherence is worthy of consideration. For all participants, in attempting to 
implement changes to their diet, the subject of adherence was raised. In their 
accounts participants identified various different factors that were linked to 
adherence or non-adherence to the clinic diets. Furthermore, when considering 
accounts of non adherence in particular, participants provided various justifications 
for not following the diets as recommended by the nurse.
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i) Factors reported as influencing adherence and non-adherence
Adherence and non-adherence are being considered under one theme, as the 
analysis revealed that the factors that some participants cited as 
supporting/assisting their adherence to the clinic diets, were also found to be factors 
that influenced non adherence at the opposite end of the scale.
The key factors that were reported by participants as influencing their adherence 
and non-adherence to the clinic diets were; normaiisation/routinisation of diet, 
accordance/non-accordance with regular diet and food preferences, fear of 
recurrence of symptoms, progressive compromise, availability of extra-clinic social 
support and the need to satisfy food preferences of significant others. Each of these 
factors will be considered in turn.
a) Normaiisation/routinisation of new diet
One factor linked with adherence mentioned by several participants was the 
normalisation of the diet as time went on:
I And what was that like, trying to cut things out?
P At first it was really difficult. Because like, i was, I was eating those 
things quite a lot. So I was just, it was really strange not eating them.
But then it, it got normal and I was okay with it. (Jade)
Because she did look at it and just say try cutting this out or that out. I do 
think you’re having too much of this or too much of that or not enough of 
something else. And at first I still used to get the diarrhoea quite a bit when 
you’re trying to cut out, I think it’s because I was eating more fruit and 
vegetables and my body probably wasn’t used to ail of that roughage but 
once your body seems to get used to it and accepting it it is okay. So I’m 
just keeping my fingers crossed that it stays this way. (Jackie)
As Jade explains the initial change is noticeable, but after a while it becomes normal 
and part of their new diet. For Jackie, it took time for her body to adjust to a 
different way of eating.
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b) Accordance/non accordance with regular diet and food preferences
The extent to which the diets recommended at the clinic were in accordance with the 
participants’ usual diet was another factor linked with adherence:
Then the second two weeks I went onto this diet. Most of the foods in the 
diet were what I would normally eat anyway. The biggest change for me 
was leaving out caffeine, and so I didn’t have any caffeine at all, coffee, tea, 
chocolate, and that was an amazing difference. (Bob)
P Most of the other things on the diet, were things that I would eat normally 
anyway. I have plenty of fresh fish and vegetables, fruit, that sort of thing, 
and porridge, you know, that’s our normal diet. So the food element 
was, it wasn’t vastly different.
I There was very little to change?
P That’s right, yes, yes, so you know, the diet itself wasn’t difficult. (Bob)
For Bob there was very little inconvenience associated with following the diet as few 
changes were required to his normal diet. However, other participants reported 
difficulties with adherence, particularly when they needed to eat when they were not 
at home:
P But, as I said, um, it’s not easy. I, I work dodgy shifts. I can work from
nine to six in the morning -  nine in the morning to six in the evening, or 1 
can work from 12:30 to 9:30. In between I need to have... find time to 
get something to eat, and it’s not always the healthiest option.
I So you’re confined to what’s available then.
P Yes.
I So you follow the diet in... as much as you can?
P Sort of, yes. What I can say is that I’m trying my best, but I also try to be 
realistic, you know. (Sandra)
And food-wise, obviously there are times when I don’t get the chance to 
cook, you know, a proper meal or whatever, like today we been shopping for 
the kids’ school clothes so we have McDonalds on the way home, but yeah,
I do try. (Helen)
So I'll probably have to be a yo-yo dieter, and eat as healthily as I can, but 
during the week, or when I'm busy, I’m just going to have to eat badly and
252
suffer the consequences. Because it’s not convenient and it's not cost
effective. (Fiona)
The above quotations illustrate that for some participants their priority was to find a 
balance between adhering to dietary recommendations and the inconvenience that 
this may incur. In these accounts, Sandra, Helen and Fiona all reported 
inconvenient factors that caused barriers to following the diet and that were linked to 
episodes of non adherence (i.e. lack of availability of food consistent with diet
recommendations, not having time to cook and cost).
Emma acknowledged the inconvenience experienced and organisation required in 
adhering to the diet. However, she also expressed a strong motivation to adhere to 
it in order to ensure that her symptoms did not return:
I And how have you felt about your symptoms since you've finished the 
clinic?
P I hope they don't come back.
I Do you think they could?
P If I go back to the way I used to eat. Which I don't think I will.
I Yeah. Do you feel like there's a risk of that or...?
P I think there’s always a slight risk if there's something you really enjoy.
Or if you, you haven't done a lunch and you're just getting something 
quickly and the choice that you've got there. But then it’s all down to 
preparation and time, I suppose, isn't it?
c) Fear of recurrence of symptoms
As seen in the previous quotation, some participants reported strict adherence to the 
clinic diets, or to avoiding the identified culprit food due to fear of their symptoms 
returning:
P I could test it, sort of go back onto having like a bit of bread or a bit of 
beer, but I’m happy sort of in the state I’m in at the moment. I feel so 
much better so I’m not even going to attempt to play with my body.
I I was going to ask you if you’d tested it? So you haven’t?
P No, no, I don’t want to. I just, because I know how bad I felt in the last 
three months(...), it could set me right back to square one again and I 
don’t want to do that. (Scott)
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Jackie stated that she was continuing to follow the Healthy Eating diet and to eat 
regular meals. She said:
I have learnt to eat properly. I don’t want to go back to where I was feeling 
nearly 12 months ago. It wasn’t a very nice road to be on.
However not all participants feared their symptoms returning. Some participants 
reported that if they ate very small quantities of their culprit foods they could 
sometimes avoid experiencing symptoms. Bob explained that he felt that if he 
decided to consume his culprit foods he would bear the consequences:
And even if I did eat it, I mean, okay, it’s, it’s embarrassing and you know, 
it’s, it’s not particularly pleasant, but I think when you know, well yes, okay, if 
I eat pork it probably will result in me getting diarrhoea, but you know, I just 
think, okay, well, at least I’m not putting on any weight [laughing].
For some participants having the control and choice about whether to experience 
the symptoms seemed to be a key part of choosing whether or not to adhere to the 
diet recommendations post discharge from the clinic. This quote reveals that for 
Bob the decision making process seems to involve a weighing of the pros and cons 
of engaging in the behaviour.
d) Progressive compromise
Despite the food intolerance clinic recommendations to cut out foods for a two week 
period, participants did not necessarily seem to implement the changes 
immediately. For some participants the changes were implemented gradually in a 
process of progressive compromise either with the food intolerance nurse or 
themselves. For example, Sandra’s quotation below explains her experiences of 
striking a compromise with the food intolerance nurse:
Ah.... I tried... I stopped having coffee as often as I normally did, so I was 
having... Because I did, I did make compromises with [the nurse]. I said, 
listen, I’ve lived here 13 years, coffee’s part of my diet. I have it every day.
So we got to a compromise. She says, first of all, you’re going to start 
having it a bit weak, but very small and, you know. And you don’t have it 
every day. And that’s what I did.
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For Sandra coffee consumption was such an important part of her lifestyle (a daily 
habit) that she felt unable to change immediately. The process of progressive 
compromise enabled her to strike a balance and adhere to the nurse’s 
recommendations. Other participants described a process of progressive 
compromise with themselves:
P Because I was used to having white bread on sandwiches and changing 
to brown, but I did it gradually, like I'd have white bread one day and then 
a couple of days I'd have brown and do it that way.
I I see. So you sort of almost broke yourself in gently?
P Yeah, yeah, rather than doing it overnight, drastic change.
I Yeah. And do you think that helped?
P Yes. Yeah. I think if I did everything overnight I don't think it would have 
worked. Because I think, in the end, I would have said, ‘Oh, I'm going 
back to my food that I like'. (Emma)
Emma explains that the gradual exchange of foods enabled adherence as she was 
able to adjust slowly to a new way of eating.
e) Availability of extra-clinic social support
The existence of supportive others in participants’ lives was also reported as a factor 
influencing adherence to the clinic dietary recommendations. For example, 
participants reported easier adherence when family members or friends followed a 
similar diet:
My girlfriend wanted to do a, a carb-free diet, [laughter], and it was kind of, 
kind of perfect timing. [Laughter]. So that wasn’t a problem; I thought it was 
going to be because I always used to have bread and I always used to have 
loads of pasta, but I now just have sort of rice or potato and they’re much 
more sort of healthier things I think anyway, especially potatoes. So yeah, it 
wasn’t that hard. (Scott)
Yes, well, I mean, you know, sort of, most of our friends and family now 
have invested in decaffeinated coffee so that they know that when I come 
around you know [laughing], they’ve got something they can offer me 
[laughing]. (Bob)
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In contradiction to the previous factor, if participants had to take into account the 
food preferences of significant others, and this was in opposition to the participants’ 
diets, this was reported to have an effect on non adherence:
Um, it will help if I followed it properly, but I kind of... Well, I live with 
someone else, so we can’t really... we don’t have the time to make one 
dinner for me and one dinner for my husband. Um, we try to... You know, if 
we need to add, um, cream, or things like that, we don’t do it with my dinner.
And recently we started using, um, Soya cream or Soya dream. And I just 
feel so much better. The problem is getting my husband... is persuading 
him to just use this instead of that, because it’s good for both of us anyway.
(Sandra)
Yes. I, I’m not saying I do it all the time because, you know, it’s quite hard 
when you’ve got kids but, [pause], and actually it’s got them into it a little bit 
as well which was good. (Helen)
ii) Justifications of non-adherence
In addition to discussing factors that may be linked to adherence and non­
adherence, when participants discussed non compliance with clinic 
recommendations during the interview, they frequently offered justifications.
a) Normalisation of lapses
In some cases, when participants talked about not adhering to the food intolerance 
clinic diets, they talked about it being normal to lapse:
I feel as if I'm three-quarters of the way there. I know there’s... because, 
you know, we’re only human, aren’t we, we do lapse. (Susan)
I have noticed occasionally that if I sort of go off the diet and have a bit of a 
binge, like we all do from time to time, and eat a lot of sort of, rich, fatty 
foods, that I do get the, the bloating and the pain back, the wind, (...) it is 
showing that it is linked to diet, because it’s only really when I now sort of, 
you know, eat things that I don’t normally eat, that it affects me in that way.
(Bob)
f) N eed to satisfy food preferences of significant others
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For Bob, as well as normalising his lapses from the diet, the lapses serve to confirm 
the link between the foods he eats and his symptoms.
b) Non-adherence permitting testing of links between food and symptoms
Participants also asserted that non adherence to the clinic diets enable opportunities 
to test the link between their symptoms and the culprit food:
Well, only what I just mentioned, that you know, when I did drink some sort 
of, fully leaded [caffeinated] coffee for a couple of days, the symptoms 
returned, so you know, that, that does seem to prove to me that you know, 
that is the cause of my problems. (Bob)
P It was hard, because I’d drunk that amount of Coke for about 35 years.
So, it was really hard. But you just get used not, to not having it.
Because I have tried drinking pop again. Or having sugar, and I do find if 
I do, it does upset my stomach. So, I do avoid it.
I So, you’ve actually tested it since?
P Yes, I have for myself. (Jackie)
As seen above and in this Section, Bob has tested all of his culprit foods, and finds 
that his symptoms reappear. For Bob this served as a way of confirming the role of 
food in his symptoms. This process may have been of particular importance for 
Bob, as he previously reported fearing that his symptoms were indicative of 
something more serious (see third theme) and through conducting his own testing 
he was able to reassure himself.
c) Complex relationship with food
Finally, it is interesting to consider in more detail Sandra’s justifications for non­
adherence to the clinic diets, despite the fact that the consequences of this are a 
perpetuation of her symptoms. Sandra provided many justifications for not being 
able to remove coffee from her diet, despite the fact that she felt that this caused her 
symptoms.
I found out that I'm... Well, coffee’s not really good for me, but because of 
my background - I’m Colombian - I always have... The first thing in the 
morning for me is to have a coffee. Um, and I know that, um, it’s bad for 
me, it irritates my tummy, and she explained the reasons why. But I still find
257
it very difficult to give, to give it up, so I only have it light... I have it very 
watery, or very weak, ah, let’s say every other day or every two days... Um, 
but it does affect me; it does send me to the toilet a couple of... It can be 
straight away; it can be two hours later, but it’s something that makes me...
I have to go; I have to run to go to the toilet.
P It’s part of my identity, i will feel like I’m betraying my country if I don’t
drink coffee. [Laughs]. It’s just that there... there are things that I... No,
I don’t know. I, I don’t think I can make an excuse. It's... Um, it’s a 
habit; it’s... um, it’s addictive, um, and it doesn’t help that I believe that it 
wakes me up; it helps me wake up in the morning.
I I see. So there are some positive benefits to having it?
P Ah, apparently. I think I made them up. I might you know. People say
that even if I sometimes... If I had an apple for breakfast that would help 
me to awake more than having a coffee, but I still go for my very watery 
coffee.
I But it’s sort of a real part of your lifestyle; it’s always been there?
P Yes.
1 So you’d sort of rather have it and weaken it down a bit and deal with the 
symptoms?
P Yeah, I think so, unless I find the courage to stop it.
I Are you tempted to try that?
P Yes, sometimes. But I would probably still buy coffee anyway to support 
the growers in my country.
As can be see in the above extracts Sandra talks about her complex relationship 
with coffee. Her justifications for being unable to remove it from her diet include it 
being a daily habit, addictive, necessary to help her to wake up, and part of her 
identity as a Columbian. Sandra asserts that if she didn’t drink coffee she feels she 
would be betraying her country. However, within the account it is also apparent that 
Sandra questions the credibility of her justifications ‘I don’t know. I, I don’t think I can 
make an excuse’ and ‘apparently. I think I made them up’.
it shows that, even when the required behaviour change might seem simple (cutting 
out one foodstuff), this can actually be quite complex due to the relationship that the 
person may have with the culprit foodstuff and the functions they attribute to it within 
their life. Sandra’s contestation of her own justifications for non-adherence 
challenge any attempt to interpret non-adherence in terms of lack of insight or
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general incompetence. She seems to know that she is manufacturing justifications 
for the interviewer and for herself. Although Sandra’s articulation of the complexity 
of non-adherent behaviour was unusual, the possibility should be considered that 
non-adherence generally may be determined by multiple factors operating in 
complex interaction (of which the individual may not always be consciously aware).
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In summary, the results of the second part of the qualitative analysis provided an 
insight into participants’ experiences of symptom change and aspects of the clinic 
process that facilitated this process. The initial theme, entitled ‘expectations of the 
clinic intervention’, revealed that the participants had numerous expectations of the 
clinic process, including seeing the clinic as a way of finding an answer, improving 
symptoms, and gaining help from a specialist. The second theme, labelled 
‘symptom changes’, described the ways in which participants’ symptoms changed. 
This theme detailed that the process was different for individuals; some experienced 
immediate change, others felt worse before feeling better. Most participants 
reported ongoing improvement, and where this was not the case for one participant, 
she attributed the return of symptoms to not having fully identified the root of the 
problem. The third theme, named ‘implications of symptom changes for personal, 
social and emotional life’, demonstrated that participants felt that their symptom 
improvements had had numerous benefits for all areas of their lives. The fourth 
theme, ‘accounts of processes of change’, involved an in-depth consideration of 
participants’ accounts of how the clinic process may have facilitated the symptom 
changes experienced by participants. In their accounts participants placed 
particular emphasis on aspects of the clinic which facilitated insight into their dietary 
habits and culprit foods that may be causing their symptoms. Furthermore, the 
relationship with the nurse was frequently cited as a key aspect of the clinic process. 
Finally, the fifth theme, called ‘adherence and non-adherence’, demonstrated that 
following the clinic diets was a complex process which involved many subtleties in 
adherence behaviour. Participants mentioned many barriers to behaviour change 
and adherence that were important aspects of their symptom change process.
The key aim of this part of the qualitative process was to consider participants’ 
accounts of the symptom change process in detail, and to consider whether any 
aspects of the clinic process itself may have facilitated these changes. The fourth 
theme is particularly pertinent in this discussion, and the aspects of the clinic which 
will be considered in relation to the literature include; the food diaries, the 
relationship with the nurse (therapeutic relationship) and the identification of a culprit 
food. Several salient trans-thematic concepts also arose during the analysis which 
are worthy of further consideration, in particular ‘gaining control’ and ‘searching for 
normality’, in addition to control and normality as emerging concepts in this cluster
6 .6  D i s c u s s i o n
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of themes, the present cluster also saw the return of concepts from the first cluster 
of themes including quality of life and credibility/legitimacy of symptoms. These 
themes will all be addressed in this discussion. Finally, this discussion will consider 
the final theme of adherence/non-adherence with regard to the literature and its 
implications for the clinic process.
6.6.1 P ro cesses in clin ic
i) Food diaries
The fourth theme highlighted the role of the food diaries completed by the 
participants as a key aspect of the change process. This clinic ingredient was 
discussed by participants as providing an insight into their dietary behaviours, as 
either drawing attention to maladaptive dietary behaviours, or as identifying 
particular culprit foods in individuals’ diets that could be removed. This aspect of the 
clinic was described as a process of facilitating awareness for the participants, as 
though this was something they were unable to achieve alone prior to clinic 
attendance. Food diaries are an established way of identifying problem foods 
(Kettelhut & Metcalfe, 1988; Kueper et al, 1995). Furthermore, self-monitoring 
techniques are frequently employed in behaviour change interventions to bring 
about behavioural awareness to the patients to assist in the behavioural change 
(Abel, Rouleau & Coyne, 1987). In this instance it seems that, seeing their eating 
behaviour documented, participants gain a new insight and understanding into their 
current dietary behaviour and in to how they may go about implementing change.
The emphasis on the food diaries as an agent of change is interesting; these were 
not used as part of the quantitative analysis, but were part of the intervention used 
to assist the nurse in understanding the patient’s current dietary habits. The 
qualitative analysis reveals the ways in which the diaries play a role in externalising 
participants’ behaviour, and bringing about awareness about food intake, and areas 
in which change is needed.
ii) Therapeutic relationship
In addition to process of facilitating awareness that was reported by participants 
attending the clinic, the relationship with the food intolerance nurse was another 
salient part of participants’ accounts as to how they achieved symptom change. The
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characteristics of the nurse that were identified as important were support and 
knowledge. The importance of the nurse in assisting the dietary changes was 
echoed in many participants’ accounts. For some participants their desire to change 
their eating behaviour was not sufficient alone, but the presence of a supportive, 
trusted other was needed to facilitate the change process. Furthermore, the 
importance of the nurse as a source of knowledge was important to several 
participants.
There is a wealth of evidence concerning the importance of the health 
professional/patient relationship in healthcare, which supports this finding. In 
particular the social support and affective communication have been cited as 
important factors in the doctor-patient relationship. Some of the key characteristics 
of the health professional important in enhancing the therapeutic relationship include 
warmth, understanding and a sympathetic attitude (Bachelor, 1991; Ackerman & 
Hiisenroth, 2003). Letvak (1995) suggests that affective communication from the 
health professional including warmth, supportiveness, and empathy may be linked to 
an increase in trust in the patient, which may also link to greater hope and 
confidence in outcomes. The value of affective communication has been linked to 
numerous patient outcomes, such as improvements in emotional health, symptoms, 
functional status and pain control (van Dulmen & Bensing, 2001). Furthermore, 
instrumental communication in terms of information exchange and answering 
question has also been linked to a stronger therapeutic relationship, and better 
health outcomes (Roter, 2000).
iii) Identifying a culprit
As well as the nurse and diaries being described as clinic elements that facilitated 
change, the process of identifying a culprit was a central aspect of many 
participants’ accounts and was a concept which ran through several themes in this 
analysis. In the first theme participants stated that, prior to attending the clinic, they 
had hoped and expected that through the clinic process they would be able to 
identify foods that were causing their symptoms. Participants were keen to establish 
culprit foods in order to ‘find answers’ or uncover explanations for their problems, 
and be able to remove symptoms by removing culprit foods. In the fourth theme 
participants’ accounts described the culprit foods that they had identified, and how 
attending the clinic had facilitated this. This is reminiscent of the first cluster of
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themes in which participants described being hindered in their own help-seeking to 
some extent by their own lack of knowledge concerning which foods to exclude. 
However, here the clinic is seen as providing the answers that participants were 
searching for. Furthermore, the importance of identifying a culprit food is further 
emphasised in the second theme. In the instance where_an individual had seen a 
return of their symptoms post-clinic, this was attributed to not having identified a 
specific cause/reaching the root of the problem.
The identification of a culprit food represents finding and understanding the cause of 
participants’ symptoms. The identification of cause is a part of the process of 
understanding and managing illness and is a central component of Leventhal’s self- 
regulatory model (Leventhal et ai., 1984). Furthermore, a focus on causal models 
was also identified in the previous cluster of themes. In particular, for the 
participants in this study, who in many cases had been suffering from ongoing 
medically unexplained symptoms for a significant period of time, identifying culprit 
foods provided answers and causal explanations; that food was causing symptoms. 
The previous cluster of themes discussed participants’ constructed causal 
explanations for their symptoms and revealed that, despite often quite complex 
causal models of illness, participants frequently seemed to not have found complete 
answers or explanations that were sufficient for them. However, the clinic process 
seems to have provided further answers and more complete explanations for 
participants. Creating causal links between food and symptoms could be 
understood as providing participants with a sense of illness coherence, which they 
had not previously been able to’achieve. Illness coherence (see Section 2.4.4) 
refers to the extent to which an individual is able to make sense of their illness and 
the extent to which their beliefs about causality and possible solutions are in line 
with each other (Antonovsky, 1993; Moss-Morris et ai., 2002). The role of illness 
coherence may be of particular relevance to those experiencing medically 
unexplained illnesses. For example, if an individual experiences a symptom for 
which there is no clear identifiable cause then they will be unable to develop a sense 
of coherence as a belief about a solution would be difficult to establish. For food 
intolerance, however, it would seem that by identifying a culprit for their symptoms 
through the clinic intervention individuals could subsequently develop a belief about 
treatment thus resulting in illness coherence. Therefore, a belief that a specific food 
is the cause of their symptom would enable them to believe that avoiding this food is 
the best treatment approach.
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6.6.2 Gaining control
The identification of a culprit food can also be linked with ‘control’, another salient 
theme in this analysis. Understanding and eliminating problem foods from their 
diets provided some participants with a renewed sense of control over their health 
and symptoms. As seen in the previous Chapter, participants described severe and 
disruptive symptoms that were beyond their control and had serious implications for 
their quality of life. However, identifying the cause of the symptoms enabled 
participants to gain control of their symptoms and was for some participants strongly 
linked with feeling better about themselves and for one participant was strongly 
linked to a change in self-identity (‘I wasn’t so socially unacceptable either’). 
Research literature has suggested that chronic illness can have strong implications 
for self-identity as Charmaz (1983) neatly encapsulates it “the greater the loss of 
control and the amount of potential embarrassment from the unpredictable illness, 
the more likely that individuals’ self-concept suffers and he or she will restrict his or 
her life voluntarily” (p. 175). As seen in both analyses, the fear of public 
embarrassment was strongly linked to restricting activities. However, through 
identifying a culprit food, participants are then given power and control over their 
symptoms. Participants talked about a sense of ‘winning’ and the improvement that 
this control brought to their overall health and emotional well-being. Furthermore, 
for some participants the increased control allowed a degree of ‘choice’ as to 
whether to ,consume the food and suffer the consequences (as was alluded to in the 
fifth theme concerning adherence/non-adherence) or whether to avoid the food and 
its consequences.
6.6.3 Normality
Linked with control is the trans-thematic concern with ‘searching for normality’ which 
was also seen in many accounts throughout the analysis. In the first theme, 
participants discussed that, as part of their clinic expectations, they were hoping to 
return to normality, or to find out if having normality was possible. In the third 
theme, there were numerous references to the impact of symptom improvement 
through which participants achieved a return to normality. Participants described 
returning to their normal physical appearance and being able to wear normal clothes 
(‘fit into my jeans’), and having physical control over their body in social situations so 
that they could behave normally, and not have to worry about losing control (of their 
bowels) in public. Furthermore participants described being able to return to normal
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social situations such as eating in restaurants. The importance of this return to 
normality is emphasised in Jackie’s statement ‘That’s all anybody really wants isn’t 
it? To feel a bit normal.' The importance of achieving normality or establishing 
equilibrium is at the heart of Leventhal’s self-regulatory model, which asserts that 
individuals construct illness beliefs and coping strategies to attempt to restore a 
sense of status quo in their lives.
Other qualitative research has also made reference to the importance of ‘normality’ 
for individuals experiencing illness. For example, Hogg, Garratt, Shaw and Tagney 
(2007) conducted a qualitative study with individuals who had recently experienced 
myocardial infarction. One of the superordinate themes identified was ‘Back to 
Normal’ and described participants’ concerns with needing to return to normal life 
(i.e. life before the myocardial infarction). Participants discussed desiring normality, 
and the importance it had for their self-identity. This refers back to Charmaz’s 
(1983) work concerning the loss of identity that can arise from diminished control in 
chronic illness. Charmaz asserts that returning to normality represents a return to a 
valued self. Nichoils et al. (2004) conducted a study looking at women’s 
experiences of fibroids. In this study they also found that women placed a strong 
emphasis on gaining control in different ways, and that central to this was trying to 
lead a normal life. Women described the coping activities that they engaged in, 
such as alternative therapies, changing their diets, and doing exercise, as a way of 
reducing their symptoms, gaining control and returning to normal.
6.6.4 Quality of life
Furthermore, it is relevant to note that other themes that were seen in the previous 
cluster resurfaced in this cluster of themes including in particular the importance of 
quality of life, and concerns with legitimacy/credibility of symptoms. These will now 
be considered in further detail.
The importance of quality of life was apparent throughout the participants’ accounts 
of their experiences of attending the food intolerance clinic. In the initial theme, in 
discussing their expectations of the clinic, participants emphasised their desire to 
feel better and remove their symptoms since they caused disruption to their lives. 
The third theme dealt directly with the improvements that participants had 
experienced for all domains of their lives brought about by their symptom changes.
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Furthermore, in the final theme in their accounts of adherence and non-adherence 
to clinic recommendations, participants discussed their improved quality of life as a 
motivational factor in continuing to adhere to the diets. Participants discussed being 
relieved at the improvement to their health and that they were, in some cases, 
anxious to stick to the diets for fear of symptoms and poor health returning.
6.6.5 Credibility/legitimacy
In addition, this cluster of themes touched upon the issue of credibility and 
legitimacy of symptoms as seen in the first cluster of themes. In the first theme the 
clinic was expected to provide a place where patients were listened to and validated, 
unlike previous help-seeking experiences for many participants. Moreover, in the 
fourth theme, the role of the nurse in providing support and listening to patients 
provided participants with a sense of having a credible illness and as being taken 
seriously. The nurse, in being able to answer the participants5 questions and 
provide support and knowledge that the patients did not necessarily have, became a 
credible and legitimate source of information to patients. As well as this, the 
process itself of identifying culprit foods could also be seen as legitimising 
individuals’ illness experiences, as participants were then able to provide an 
explanation for their symptoms which they may not have had previously.
As discussed in detail in the previous cluster of themes, attaining an illness label 
and a sense of illness legitimacy from a medical professional are central to the 
illness process (Bishop & Converse, 1986; Parsons, 1951). However, individuals 
with medically unexplained symptoms are often unable to find a label or a sense of 
credibility due to the contested and unproven nature of their symptoms (Gienton, 
2003; Nettleton, 2006). But, here we see the transformation for participants as they 
establish causes, find labels for their symptoms, and are seen by a qualified health 
professional who legitimates their illness experience.
6.6.6 Adherence behaviour
Finally, it is worth also considering the role of adherence which is relevant to all 
studies of interventions and their effectiveness. In discussing the implementation of 
the intervention into participant’s lives, many individuals talked about factors that 
had both assisted them in following the recommended dietary regimens and factors
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that had created barriers. Adherence was a complex matter, as the intervention was 
not just a matter of taking a tablet; participants were required to follow quite detailed 
dietary plans. Research studies have suggested that adherence to recommended 
changes in lifestyle, i.e. complex changes, such as attempting to stop smoking, or 
changing one’s diet is often low (Cluss & Epstein, 1985; DiMatteo, 1995). 
Numerous factors can influence adherence, including demographics and social 
support factors (Gallant, 2003). As seen in the results of this study, social support 
was mentioned by several participants as assisting them to adhere to the dietary 
regimen, when partners were supportive of the changes. However, when the dietary 
regimen did not fit in with the family or partner’s food preferences, this led to conflict 
for the individual in attempting to adhere to the dietary regimen.
Adherence behaviour was not measured per se in the quantitative study, but here it 
is highlighted as an issue that arose for participants in terms of implementing the 
intervention for themselves. This has clinical implications in terms of being aware 
that there are factors that will facilitate and prevent adherence behaviour. Further 
research involving the clinic programmes may find a consideration of adherence to 
the clinic recommendations a useful area of study.
6.6.7 Strengths and limitations of the study
As noted in the previous Chapter, the sample is small, and the findings only 
represent the ten accounts of the individuals interviewed. However, the 
commonality of themes across accounts, and the parallels drawn with other health 
literatures, suggests that these findings have wider applicability. Furthermore, the 
aspects of the clinic identified by the participants provide insights into the clinic 
process. The clinic outcomes study (detailed in Chapter 4) was concerned with 
changes in outcomes that were deemed important by the researcher (subjective 
perception of symptoms, health status, mood and cognitions). However the 
participant accounts in this part of the analysis provide an insight into how the 
symptom changes may have occurred, and aspects of the clinic that may have 
helped participants to change. The qualitative analysis is very valuable in this 
respect, as it allows the participants to describe their own processes of change, and 
identify why and how these changes occurred. Although it should be noted that the 
processes described are only those consciously perceived and verbalised by the
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patient, it is likely that there were complex subconscious factors also influencing 
patient outcomes.
6.6.8 Implications of the study
This study has implications both for practice and for further research. In terms of the 
clinic itself, this study suggests that some of the specific clinic ingredients can be 
distilled from this complex intervention that may have facilitated changes in patients’ 
symptoms whilst attending the food intolerance clinic. Specifically, the food diaries, 
although not evaluated as part of the quantitative study (see Chapter 4), were cited 
frequently by participants as an important factor in understanding and gaining insight 
into the dietary behaviour. Also, in line with much existing research, the relationship 
with the clinic nurse was cited as an important ingredient in symptom improvement 
by most participants interviewed. Furthermore, this study has emphasised the role 
of the clinic specifically in identifying a culprit food for participants, which in turn led 
to increased control of symptoms, an increased sense of understanding of 
symptoms in terms of having identified a cause, and a return to normality, a state 
which participants had been previously unable to achieve. Having an insight into 
this process as a potential mechanism for change is a valuable outcome in terms of 
providing another level of explanation as to ‘why’ participants changed through 
attending the food intolerance clinic. Furthermore, the findings concerning 
adherence and non-adherence behaviours to the dietary recommendations suggest 
that this may also be an area of future consideration in understanding patient 
outcomes. It would be valuable to establish whether adherence was linked to 
positive clinic outcomes.
in terms of future research, despite this study only representing the patients’ views, 
these could be used to inform future clinic evaluation. A future intervention may 
benefit from randomising patients to either clinic intervention or to an intervention 
involving appointments with a nurse and completing food diaries (with no dietary 
intervention). This may provide some further insight into the relevance and 
importance into each of these ingredients in the intervention. It would be interesting 
to consider whether participants’ symptoms change in response to a ‘sympathetic’ 
nurse and through observing their dietary behaviour alone. In addition, it may 
provide further insight into the food intolerance clinic and symptom change process 
if interviews were conducted with the clinic nurses to establish their opinions and
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experiences of the clinic intervention, and their accounts of patients’ symptom 
improvement. Conducting interviews with patients who did not experience positive 
symptom change would also provide an alternative perspective to explore whether 
the absence of change is simply related to the absence of those factors described 
above or whether these patients have alternative explanations for their lack of 
symptom change.
6.7  C o n c lu s io n s
In conclusion, this qualitative study was conducted to gain an understanding of the 
clinic process from the point of view of clinic attendees. The results have revealed 
that participants attended the clinic in the hope of finding answers for their 
symptoms. All of the patients interviewed described significant symptom 
improvement whilst attending the clinic that had continued post clinic for the majority 
of interviewees. Furthermore the positive symptom change had had a positive 
impact on individuals’ health-related quality of life. In terms of the process of 
symptom change, participants were able to identify factors that were part of the 
clinic process that they felt facilitated their symptom change. In particular, gaining 
an insight into their dietary behaviour, identifying a culprit food and feeling supported 
by the nurse seemed to be common to most participants. As a part of their accounts 
of behaviour change, participants talked about factors that had assisted or hindered 
their ability to follow the diets. It seems that, in line with participants’ expectations, 
generally the clinic was able to provide participants with a tangible cause for their 
symptoms which made sense to those participants, and enabled them to take 
control and self-manage their symptoms. Although limited in terms of being able to 
generalise these findings, this study provides grounds for further research into how 
and why the food intolerance clinic affords benefit to patients with medically 
unexplained symptoms.
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C H A P T E R  7  - G E N E R A L  D IS C U S S IO N
7 .1  O verview
The aim of this Chapter is to bring together the findings of the four studies 
conducted in this thesis. It will begin by considering the aims of the thesis, followed 
by a statement of the main results. The findings from all four studies will then be 
considered in a composite analysis. Following this, the implications of this research 
will be considered in terms of theory, practice and future research. The final part of 
this Chapter will involve a discussion of the strengths, limitations and overall 
conclusions of this thesis.
7 .2  A im s  of the th e s is
The overall aims of the thesis were to investigate the prevalence of perceived food 
intolerance in a community sample; to develop and evaluate a nurse-led Primary 
Care service for individuals experiencing symptoms of food intolerance; to explore 
patients’ experiences of living with food intolerance and to explore patients’ 
experiences of attending the food intolerance clinic.
7 .3  O verall fin d in g s of the th e s is
The four studies conducted revealed the following results:
• High levels of self-reported food allergy and intolerance were reported in a 
community sample
• Individuals with food intolerance reported high food avoidance behaviours, and 
low help-seeking (i.e. not visiting health professionals or taking food intolerance 
tests)
• Despite self-management of symptoms, a substantial proportion of individuals 
reporting food intolerance (70.9%) stated being interested in attending a food 
intolerance clinic in their local GP surgery
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• Food intolerance symptoms were described by participants as often severe and 
disruptive, and had a significant negative impact on individuals’ lives
• Patients described searching for causal explanations for their symptoms but 
were unable to find sufficient explanations and were left with uncertainty
• Prior to attending the clinic, despite actively attempting to improve their 
symptoms and engaging in various help-seeking strategies (own elimination 
diets, information-seeking, visiting health professionals), participants felt that 
they were unsuccessful in finding a cause or a solution and some described a 
process through which they came to learn to tolerate their symptoms
• The credibility and legitimacy of symptoms was a key concern for participants, 
who encountered disbelief from friends, family, and medical professionals, and 
in some cases they began to question the reality of their symptoms themselves
• A pilot food intolerance service was set up in four GP surgeries which involved a 
pragmatic intervention comprising a two week Healthy Eating diet followed by a 
two week Wheat and Dairy-Free diet
• The clinic was delivered in four GP surgeries over two years. A total of 281 
participants attended the clinic, and 150 completed the intervention
• Symptoms, mood and health status were found to improve significantly for 
patients over the initial Healthy Eating diet
« Further symptom improvements were demonstrated in participants who went on
to complete the Wheat and Dairy-Free diet. However there was no additional 
benefit in health status or mood
• Some illness cognitions changed whilst attending the clinics; in particular, 
participants finishing at the end of the Healthy Eating diet reported significantly 
larger increases in illness coherence and personal control, and significantly 
larger reductions in illness timeline beliefs, than individuals who continued on to 
the Wheat and Dairy-Free diet
• The three month follow-up suggests that participants saw significant changes in 
their general health which were maintained at three months. Furthermore, the 
majority of participants reported attempting to follow the diet interventions
• Patient interviews revealed that patients attending the clinic were searching for a 
cause for their symptoms and for a return to normality
• The mechanisms described by participants as important in their symptom 
improvement were; the insight into their eating behaviour provided by the food 
diaries and the nurse, the support of the nurse/therapeutic relationship, and 
identification of a culprit food
271
• The identification of culprit foods at the clinic seemed to help participants find a 
cause for their symptoms, and regain control by self-managing their dietary 
intake and symptoms
• The clinic seemed to provide participants with a sense of legitimacy and 
credibility for their symptoms that they had previously been unable to achieve
The findings from each study have already been discussed at the end of each of the 
preceding Chapters. In the above summary it begins to become apparent that the 
findings from the different studies can be considered in conjunction with each other 
to build up a more complete picture of this research. The following discussion 
considers a synthesis of the results.
The findings from the prevalence study revealed that many individuals in the 
community perceived themselves to have a food intolerance, and that the majority of 
these engaged in food avoidance behaviours. However, help-seeking was reported 
to be limited in terms of seeing GPs or other health professionals and in terms of 
taking food intolerance tests, yet, the high percentage of individuals reporting food 
intolerance and indicating interest in attending a food intolerance clinic in Primary 
Care suggest that, despite self-management, individuals were not averse to seeking 
help.
The results of the qualitative research study (Study 3), concerning participants’ 
experiences prior to attending the food intolerance clinic, can be added to this 
discussion to elaborate the issues around help-seeking. In their interviews 
individuals described ways in which they attempted to manage their symptoms but 
that these were generally not successful. The qualitative results revealed that, in 
attempting their own elimination diets individuals did not know what foods to avoid, 
in information-seeking the information often did not seem personally relevant or 
applicable to individuals, and GP encounters were very varied and many 
participants encountered scepticism from their GPs or unhelpful intervention. The 
accounts suggest that self-management was not necessarily the desired option for 
individuals with food intolerance symptoms, but that, in the absence of medical help, 
this was the only option. Although the interviews were only conducted with ten 
participants who had attended the clinics, and are therefore limited in their ability to 
be generalised, they provide some insight into the possible reasons that individuals 
may not seek help and may engage in their own food avoidance behaviours.
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These qualitative findings can also be considered alongside prevalence study data 
in terms of providing an insight into the impact of living with food intolerance 
symptoms. The postal questionnaire provided information concerning how many 
people perceived themselves as experiencing symptoms related to food and the 
types of symptoms they perceived. In addition, the first qualitative study provides an 
insight into the negative impact that symptoms had for individuals’ health-related 
quality of life and the ways in which individuals learned to live with their symptoms
The combination of the results from the prevalence Study (Study 1) and the patient 
interviews concerning symptom experience (Study 3) also provide support for the 
second Study on the implementation of a food intolerance service in Primary Care.
The second quantitative Study evaluated the food intolerance clinics using a battery 
of questionnaire measures. These measures were able to demonstrate numerous 
improvements for participants’ quality of life in terms of symptom reduction, 
improved mood, and improved physical and mental health status. However, this 
study was a complex intervention, and although changes can be observed, it is 
difficult to establish the mechanisms for these changes. The second qualitative 
Study (Study 4) sheds some light here, as the participant accounts firstly provided 
some descriptive evidence to support the symptom changes and improvements that 
these had for quality of life, and secondly described some of the mechanisms that 
may have been important from the participants’ view-point for the process of 
symptom change. As stated above, the themes that were particularly prevalent in 
participants’ accounts included the way in which the diaries and the nurse provided 
a new insight into participants’ dietary behaviour, the therapeutic relationship with 
the nurse in terms of her support and knowledge, and also the importance of 
identifying a culprit food.
In addition to the quantitative and qualitative research findings feeding into each 
other, the two qualitative studies can also be considered in terms of how the findings 
can be merged to construct a more complete picture. For example, in the first IPA 
analysis the concern with uncertainty and lack of causal explanations was an 
important aspect of participants’ accounts, and in the second study this becomes 
resolved as participants describe finding a culprit for their symptoms and a causal 
explanation. Furthermore, in the first part of the IPA analysis, the issue surrounding 
the identity and legitimacy of symptoms is central to many accounts and, in the
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second part of the analysis, there is a shift as participants feel that they have 
managed to obtain legitimacy and credibility for their symptoms, assisted by 
attendance at the clinic.
7.4 Towards an understanding of food intolerance
This discussion has highlighted that considering the findings from the research 
studies in a composite analysis reveals that a greater understanding can be 
achieved. The combination of quantitative and qualitative analysis allows some 
statistical and inferential data to be attained, which can then be enhanced through 
the more explanatory accounts of the qualitative research.
Overall, the four research studies in this thesis have revealed that, in line with 
previous research, many individuals perceive themselves as being food intolerant, 
few report seeking help, yet many attempt their own food avoidance. Individuals’ 
accounts of living with food intolerance symptoms reveal that these are often quite 
debilitating and cause much uncertainty in their lives. Participants report seeking 
causes and solutions, however their help-seeking strategies do not seem to provide 
these. A pilot Primary Care-based food intolerance service was found to 
demonstrate significant improvements in patients’ symptoms, health status and 
mood. Further investigation into participants’ accounts suggests that gaining illness 
coherence and control of symptoms through the clinics may be a central part of the 
mechanism of change. These findings will now be discussed in terms of their 
contribution to knowledge from a theoretical, practical and research-based 
perspective.
7.5 Implications for theory
From a theoretical viewpoint, this thesis makes numerous contributions both to the 
understanding of food intolerance, and to the application of health psychology 
theories in the context of food intolerance.
Firstly, the findings in the prevalence study contribute to the knowledge basis 
concerning the prevalence of perceived food intolerance in the community. This 
study provided a contribution to this area by employing a clear definition of food 
intolerance for the questionnaire respondents; and also through asking individuals
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directly whether they perceived themselves to have a food intolerance, rather than 
indirectly asking questions such as ‘Do you avoid foods?’ and making inferences 
from the answers. The finding of relatively high perceived food intolerance was in 
line with previous findings (Young et al., 1994; Altman & Chiaramonte, 1997; 
Zuberbier et al., 2004) yet had the advantage of having employed clear terminology 
and having considered a community sample.
Furthermore, from a theoretical viewpoint, the parallels drawn between food 
intolerance and Functional Somatic Syndromes (FSS) seem to have been supported 
through the findings in this thesis. FSSs were brought into the discussion 
concerning food intolerance in the absence of existing research in psychology 
concerning food intolerance. FSSs were suggested as a useful comparison to draw 
with food intolerance, as there are similarities in terms of having a collection of 
symptoms, unpredictable symptoms (no simple cause-symptom relationships) and 
no biological casual explanation for symptoms (Manu, 1998; Nimnuan et al., 2001). 
From a theoretical viewpoint there have been several occasions throughout this 
thesis where the findings concerning food intolerance mirrored those studies 
concerning FSSs. For example, issues that arose in the qualitative studies for 
patients with food intolerance, such as not being able to find a clear diagnosis or 
label for symptoms; not being believed or helped by medical professionals; fighting 
for a sick role identity; and trying to deflect psychiatric explanations for symptoms. 
All of these themes are present in numerous research studies concerning other 
medically unexplained illnesses (Peters et al., 1998; Ax et al., 1997; Dickson et al., 
2007a & b; Gienton, 2003; Nettleton, 2006).
The application of Leventhal’s model of self-regulation (Leventhal et al., 1984) 
throughout this thesis has provided a framework for understanding food intolerance 
from a psychological viewpoint. In line with other health conditions, and particularly 
with findings from FSS studies, the application of the Illness Perception 
Questionnaire (Moss-Morris et ai., 2002) as a tool for accessing illness cognitions in 
the clinic study revealed that similar relationships between illness cognitions and 
outcomes were identified. For example, high reports of number of symptoms were 
related to beliefs in more severe consequences of illness and less personal control 
over symptoms (Hagger & Orbell, 2003; Petrie et ai., 1995) and beliefs that the 
symptoms had severe consequences was related to increased mood disturbance 
and psychological distress (Scharloo et al., 1999).
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In addition to the support for previous research, the implementation of the IPQ 
provided some insight into the way in which illness cognitions changed throughout 
the intervention study. Perhaps the most interesting finding was the significant 
increase in illness coherence and personal control beliefs that occurred for 
individuals who stopped attending the clinic at the end of the Healthy Eating diet in 
comparison to individuals who continued in the clinic to the end of the Wheat and 
Dairy-Free diet. It appears to be that, alongside symptom, mood and health status 
changes, participants gained a greater understanding of the symptoms that they 
were experiencing, and increased belief that they were able to obtain some control 
over their symptoms. Illness coherence continued to increase for individuals 
attending the clinic between the end of the Healthy Eating and the end of the Wheat 
and Dairy-Free diet, although this did not quite reach statistical significance in terms 
of the increase between those two time points. The findings concerning illness 
coherence are interesting as they fit with the results of the qualitative results in this 
thesis, and can be understood within Leventhal’s self-regulatory model.
With regard to the qualitative findings, the patient interviews in Study 4 
demonstrated that, whilst attending the clinic, individuals had identified a culprit food 
or cause for their symptoms and as a result of this understood the nature of the 
symptoms and were able to exert control over their symptoms. This in turn provided 
a sense of coherence between the cause and the treatment of their symptoms, i.e. if 
the symptoms are caused by food, then avoiding the food to make the symptoms 
improve is a rational and logical treatment choice.
These findings, suggesting that the clinic may identify a culprit food and provide an 
individual with a sense of illness coherence and personal control, fit with Leventhal’s 
self-regulatory model which asserts that individuals attempt to achieve coherence 
between their illness beliefs and their treatment and illness outcomes (Leventhal et 
al., 2008; Moss-Morris & Chalder, 2003; Ross et al., 2004). It is not possible to 
establish causal relationships between the illness cognitions and it is likely that 
individuals who attended the clinic were already open to the suggestion that food 
played a casual role in their symptoms and that dietary manipulation might be an 
effective treatment. This in line with suggestions from research such as that by 
Weinman et al. (2000) which proposed that individuals are less likely to engage in 
treatments that are not coherent with their illness representations.
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Despite the fact that parallels can be drawn between individuals with food 
intolerance and Functional Somatic Syndromes in terms of their illness 
representations and common themes that arise in the findings of qualitative 
research, it could be suggested that the clinic intervention and positive outcomes 
provides a strong differentiation between individuals with FSS and food intolerance. 
In the case of experiencing an FSS, research suggests that individuals are more 
likely to make physical attributions for their symptoms and attempt to find medical 
explanations (Gomborone et al., 1995; Moss-Morris & Petrie, 2001). However, the 
individuals in the clinic intervention are provided with a behavioural explanation and 
a behavioural solution for their symptoms, through the process of attending the 
clinics, which gives coherence to their illness experience and makes their symptoms 
manageable.
From a theoretical viewpoint, the implementation of health psychology theories with 
regards to food intolerance allows some further insights into the patient perspective 
of an illness with limited biological explanations. The suggestion that food 
intolerance may have similar aspects to its experience, as individuals with 
Functional Somatic Syndromes perceive, appears to be supported particularly 
through the qualitative results in this thesis. However, there is also a suggestion 
that the clinic intervention may enable the patient to learn to self-manage and 
potentially avoid the stigma, isolation and long term functional impairment often 
associated with many of the FSSs.
Although this thesis does provide some confirmatory findings for the use of 
Leventhai’s self regulatory model and the measurement of illness perceptions using 
the IPQ, it also raises pertinent questions concerning the ‘identity’ component of 
illness cognitions. The identity component of Leventhal’s model concerns the 
symptoms and label that an individual holds for their illness. The IPQ’s 
measurement of illness identity involves the summation of symptoms and it is 
suggested that the more symptoms that an individual reports the stronger their 
illness identity. However, an important concern for individuals with medically 
unexplained symptoms is the lack of a clear illness label and therefore absence of 
an illness identity. Therefore, it seems that the measurement of illness identity as a 
simple summation of symptoms does not necessarily access the complex illness 
cognitions that may be occurring for individuals with symptoms of unknown organic
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origins. It could be suggested that further research may benefit from attempting to 
access these cognitions, for example, there may be scope for the IPQ to ask some 
more specific questions in the identity dimension, such as ‘Do you have a 
label/name for your symptoms’ or ‘What label do you use to describe your 
symptoms?’ Research investigating this in the context of medically unexplained 
symptoms may provide some interesting further insight into the concept of illness 
identity in medically unexplained symptoms, and whether the lack of illness identity 
is related to other illness cognitions, ways of coping and health outcomes.
7.6 Implications for practice
The findings in this thesis have several practical implications. Firstly, these initial 
findings from the exploratory clinic intervention suggest that this has some practical 
utility in a Primary Care setting and warrants further investigation to consider this 
intervention alongside a control group. Further positive findings in a study of this 
nature, would provide support for the findings of this preliminary research and 
further justification for the role of this clinic in GP surgeries.
The intervention was specifically designed to be practical in a GP setting, and 
involves limited nurse time in terms of training. The clinic uptake suggests that this 
would not be an intervention that was necessary full time, but could be delivered on 
a needs basis, or on a limited time basis (e.g. one day a week). However, it would 
be valuable to establish whether attrition rates could be reduced, or whether an 
enhanced screening process at the outset could reduce the amount of individuals 
who do not complete the intervention.
In addition to the practical implications of the clinic intervention, there are other 
research findings in this thesis that could have implications for practice. For 
example, the qualitative research provides a valuable insight into the participants’ 
experience of living with symptoms and the impact these have for their lives and 
should not be overlooked (Ogden, 2002). There is limited help available in Primary 
Care for individuals experiencing food intolerance symptoms and GPs do not 
receive training in this area. However, the findings from the qualitative studies 
suggest that acknowledging the negative impact of symptoms and providing patients 
with a sense of illness credibility may go some way towards helping patients to feel 
supported in their illness experience. Furthermore, the absence of helpful and
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relevant information could also lead to the suggestion that patient materials could be 
developed, based on the clinic intervention, as an additional or alternative means of 
providing support.
Finally, the second qualitative study identified many factors that patients linked to 
increased adherence and non-adherence whilst attempting to follow the clinic diets. 
It would be valuable to ensure that these factors are further investigated and taken 
into account in future nurse training, and that methods to assist patients in 
maintaining adherence to the clinic intervention were developed.
7.7 Implications for research
Following on from this research thesis, there are many areas that would benefit from 
further research; these will be outlined in the discussion below. To begin with, there 
is scope for further postal questionnaire research to attempt to establish in further 
detail the prevalence and types of reactions perceived by individuals in the 
community. In order to enhance the findings of this postal questionnaire study, it 
would be interesting to consider the types of symptoms that were associated with 
different types of foods. Furthermore, some degree of quantitative research 
concerning the impact of symptoms on individuals’ lives would be valuable in 
considering whether the findings from the qualitative research were commonly 
experienced in individuals with food intolerance symptoms. The qualitative research 
could be used to inform the development of a questionnaire to ensure that the 
questions asked were pertinent to individuals with food intolerance.
In terms of the clinic intervention, the current study would benefit from a longer term 
in-depth follow up, for example patients could be followed up one year post clinic 
attendance using the whole battery of clinic measures. This would allow some 
indication of whether patients benefitted long term from the intervention. As 
previously suggested, a follow-up study could also include a measure of GP clinic 
attendance, to consider whether there had been a significant reduction in GP visits 
following the intervention.
However, as emphasised several times, the key value in future research would be to 
further the preliminary findings of this exploratory intervention study, and to conduct 
further research involving more rigorous, and controlled research designs. This
279
would allow a differentiation between the benefits of the intervention itself and the 
natural changes in symptoms that may occur over time. A wait-list control group 
would allow for comparisons both between the control group and the intervention 
group, and further within-group comparison of the control group both before and 
after the clinic intervention. An alternative way of involving a control group could 
involve randomising patients to either the clinic intervention described in this thesis, 
or to an intervention in which patients visit a nurse and complete food and symptom 
diaries, but no dietary intervention is provided. This would enable further insight as 
to whether it was the diet itself or the combination of the nurse and the increased 
attention to dietary behaviour that brought about symptom changes.
A further alternative for future research would be to randomise participants to the 
two dietary interventions. For example, patients would receive either the Wheat and 
Dairy-Free or Healthy Eating diet first, and, after two weeks, the patient would then 
receive the other dietary intervention. This would enable a comparison of the two 
dietary interventions themselves; however this may be subject to further attrition due 
to the complex demands of the Wheat and Dairy-Free diet.
There is also scope for further qualitative research to elaborate the findings in this 
thesis. It would be interesting to interview the food intolerance nurses and possibly 
the GPs of the patients who have attended the clinic, to obtain their experiences of 
the patients’ symptom experience and of the clinic process. Also, conducting 
interviews with patients who did not feel that their symptoms improved whilst 
attending the clinic would also provide insight into whether there was an absence of 
the factors that were cited in the current patient studies as enabling change, or 
whether there were additional factors that have not been taken into account
7.8 Limitations of the research
There are limitations of this research which need consideration, and which place 
caveats on the extent to which findings can be generalised to individuals outside of 
this study.
Firstly it is relevant to consider response biases within the research studies. The 
first study is likely to have seen an over-representation of individuals experiencing 
adverse reactions to food. The questionnaire would be relevant to these individuals
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and they may be more motivated to respond. However, there was a significant 
proportion of individuals who returned the questionnaire who reported that they did 
not perceive having a food ailergy or food intolerance. It should however be noted 
that those returning the questionnaire stating that they believed that they had a food 
intolerance (33%) is likely to be an over-representation for these reasons of 
response bias. Furthermore, the individuals who attended the food intolerance 
clinics would have been highly self-selected. These individuals may have been 
open to the suggestion of the role of food in their symptoms, and may be individuals 
that have a more problem-focused coping strategies (i.e. attempt to solve their 
health issues). The individuals who attended the clinic would also have to have 
been individuals who could either take time off work to attend the clinic, or who were 
not working, and were likely to be individuals who were frequent attenders, as the 
food intolerance clinic was primarily advertised in the GP waiting rooms. Also, the 
degree of commitment required from the clinic may have made it not possible for 
some people to attend.
In terms of other response biases, it is possible that individuals were susceptible to 
social desirability biases in completing the clinic questionnaires. Despite being 
informed by the nurse that the clinic questionnaires were for the research purposes 
of the intervention and not for the nurses to evaluate the patient, the patient may 
have felt that the nurse had access to this data and therefore responded in a 
positive way. In addition, this effect may have been present in the patient interviews 
as the patient may not have wanted to compromise the nurse or the research and 
may have therefore reported more favourable opinions. These biases are difficult to 
control in pragmatic research, and every step was taken to ensure that they were 
minimised where possible.
It is also possible that the patients who attended the clinic were at the severe end of 
the symptom spectrum, as the clinic involved a reasonable amount of time and effort 
on the part of the patient. It may be that the clinic intervention would have been too 
onerous for patients with milder symptoms, but that they may benefit from some 
patient information or from a shorter intervention.
Furthermore, it is likely that there was a degree of variation (despite tight protocols) 
between the GP surgeries themselves, and the ways in which the nurses 
implemented the intervention and responded to different patients. Further analysis
281
within this thesis could have involved a consideration of the differences between the 
four GP practices and the patient outcomes. However, for the purposes of this 
research it was primarily the evaluation of the clinic programme as a whole that was 
under investigation. It is however acknowledged that, since there will be differences 
in nurses, and that this is a key part of implementing complex interventions, a 
certain degree of control is unattainable.
7.9 Strengths of the research
Despite the limitations of this thesis the discussion so far has demonstrated that this 
research has numerous implications in a practical and theoretical sense and that 
further research could implement research designs that would reduce the limitations 
of the findings in the current study.
\
Furthermore, the implementation of real world pragmatic research means that tightly 
controlled conditions are much more difficult to implement. However, to some 
degree it is this variation that makes the research ‘real world’ and means that the 
findings have applicability to health care settings.
One of the central issues in this thesis is that food intolerance is complex and 
difficult to define. As it cannot be objectively verified, it could be argued that 
individuals may not have been experiencing food intolerance. However, it is 
asserted that the perception of symptoms and the symptom experience are 
important to the individual, and in themselves are enough to change behaviour. 
This thesis suggests that there is value in listening to and assisting individuals rather 
than trying to disprove their experience.
Finally, this thesis has employed mixed methods to attempt to gain a better 
understanding of this little understood area. The studies have been conducted 
separately and have distinct research findings; however, this discussion has 
demonstrated that a composite analysis of these results produces a more 
comprehensive understanding of the whole thesis. The research studies conducted 
in this thesis have practical purpose and applicability to real life. The studies have 
been conducted in a complex and controversial area which has received very little 
research attention. However, it is hoped that, as opposed to avoiding the area due
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to its complexity, this thesis may provide a framework and start point for other 
studies.
7.10 Conclusion
In conclusion, the central argument in this thesis is that many individuals perceive 
themselves as having a food intolerance. Their understanding of their symptoms 
and access to health services is often limited due to the complex and often 
misleading information available, and the lack of health services. The experience of 
living with ongoing medically unexplained symptoms is often very disruptive and has 
a significant negative impact on patients’ lives. Despite feeling that their symptoms 
are related to food intolerance, individuals are often unable to manage their 
symptoms due to not understanding the cause, or being able to identify problem 
foods, and often encounter scepticism from the medical profession concerning the 
reality of their symptoms. The provision of a pilot food intolerance clinic in GP 
surgeries was found to improve patients self-reported symptoms, mood and health 
status. It is suggested that the mechanisms through which the clinic may have 
helped patients involved establishing culprit foods and providing patients with a 
sense of illness coherence between their beliefs about the causes of symptoms and 
the treatment. Through the process of attending the clinic and through these 
mechanisms patients were able to achieve a sense of illness legitimacy and to gain 
control over their symptoms and re-establish normality in their lives.
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APPENDIX 1 - FOOD SENSITIVITY QUESTIONNAIRE (FSQ)
□ □ □ □ □ □ □  Food Sensitivity Questionnaire (FSQ)
This questionnaire will ask you about your experiences of food allergies and intolerances. Even If 
you do not have a food allergy or food intolerance please answer the questions and return It in 
the freepost envelope provided.
1. Do you think you experience any of the following symptoms because of food? (Vck an that apply)
I I Headache/migraine I I Stomach symptoms (e.g. I I Chest symptoms (e.g. [J] Eyes/nose symptoms, 
| j j0jnj pain/ muscle feeling sick, vomiting breathlessness, (e.g. itchy, watering
aches
I I Mood symptoms 
(depression/anxiety)
l~1 Tiredness
stomach ulcer)
I | Bowel symptoms 
(e.g. diarrhoea, 
constipation, bloating)
I I Water retention
wheezing)
I I Anaphylactic shock
I I Mouth symptoms 
(e.g. swollen lips/ 
tongue, itchy)
/runny, blocked
I I Mouth ulcers
I I Skin reactions 
(itchy/ rash)
Food allergy
Having a food allergy means that you experience an immediate and often severe reaction to a 
particular food after eating it. Food allergy symptoms include breathing problems, swollen lips or 
tongue, rash, anaphylactic shock, etc.
Food intolerance
Having a food intolerance means that you experience less immediate reactions to food (these 
can occur up to 48 hours later), which tend to involve less severe symptoms.
2. Do you think you are allergic to any foods?
□  No Q Yes
3. Are you allergic to any of the following foods? /rick ail that apply)
I 1 Peanuts [J Egg [J Wheat ffj Milk
I I Other nuts [J Shellfish [J] Soya Q Fish
I I Other (please specify)_______________________________
4. At the moment, do you avoid the food that causes your allergy?
□  No □  Yes
5. Have you been tested for food allergy?
□  No □  Yes
6.Do you think you are Intolerant to any foods?
□  No [J Yes
***••••-V.^ 7. Are you Intolerant to any of the following food groups? mck an that apply)
I I Grains (wheat, com) [J Dairy ff) Meat
Pl Fish [J Nuts/seeds [J] Vegetables
I I Fruit [J Herbs/spices Q Drinks
I I Other (please specify)_________________________________
8. At the moment,do you avoid the food group(s) that causes your Intolerance?
□  No □  Yes
9. Have you been tested for food intolerance?
□  No Q Yes
Please Turn Over......
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▼
10. Have you seen any of the following health practitioners for a food Intolerance, and If so were 
they helpful? flick all that apply)
Have you seen a . Were they helpful?
No Yes No Somewhat Yes
GP 1 i □ □ □ □
Practice Nurse □ □ □ □ □
Dietician □ □ □ □ □
Homeopath □ □ □ □ n
Allergy Specialist □ □ □ □ □
Nutritionist □ □ □ □ □
About vourself 
11. Age: 12.Gender: Q  Male [J Female
13. What Is your highest educational qualification? (please tick one box onlyJ
I I Degree or degree equivalent and above 
I I Higher Education to less than degree level (e.g. HND)
I I A level/ Scottish Higher/ Vocational level 3 and equivalent 
I I O level/ GCSE/ Vocational level 2 and equivalent 
1 | No qualifications
14. What Is your current/most recent Job?__________________________
15. Which of the following best describes your ethnic group?
White
I I Any white background 
Mixed
! I White and Black Caribbean 
I I White and Black African 
.1 1 White and Asian ■
Asian or Asian British
I I Indian
I I Pakistani
I I Bangladeshi
I I Other (please specify).
Black or Black British
I I Caribbean 
f~l African 
Chinese 
I I Chinese
16. Please name any diagnosed medical conditions you have.
17. A Food Intolerance Clinic Is being set up fn your GP surgery. Would you be Interested In 
attending? , J . ' .  /  ' . : ? • •••■•' • *
□  No □  YesiV, ■’ . .... .
18. Would you be willing to complete another questionnaire about food Intolerance?
□  -No ' □  Yes ":r
19. Wciuld you be willing to be Interviewed about your health and the symptoms you experience?
□  No □  Yes
If YES to Q17, Q18 or Q19, please provide your contact details:
Name:______________________________ Phone no:___________
Address:_________________________________________________
THANK YOU FOR COMPLETING THIS QUESTIONNAIRE.
Please return this questionnaire to your GP surgery in the Freepost envelope enclosed. [fsq/vi/i3-o?-2og6]
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APPENDIX 2 - POSTAL QUESTIONNAIRE - LETTER TO 
PATIENTS
{GP Practice headed paper)
Ethics Committee Code No: 
Principal Investigator:
Other Investigators:
05/S0703/88 
Prof. Jane Ogden
Dr M Ashworth, Dr J Rosenthal, Dr S Wood, Prof N Staines, 
Prof R Jones, Mrs M Nelson, Miss J Pope
01 March 2009
Dear «T?tle» «lnitial» «Surname»
Your GP, in partnership with the University of Surrey, is working on a research study of food 
intolerance. We would like to invite you to take part in our research survey of food 
intolerance however you are completely free not to do so if you so wish.
The study aims to assess the usefulness of having a specialist nurse based in your General 
Practice. As part of this study we would like to find out how many people In your doctors 
practice are experiencing symptoms that they think are related to eating certain foods and 
how they cope with them. We are also interested to know how much the symptoms impact 
on the individual's life whether or not they have tried to get help for them.
We would be extremely grateful if you could complete the enclosed questionnaire WHETHER 
OR NOT you feel you have any symptoms relating to food intolerance. It should only take 
about 10 minutes to complete. Please would you complete it and return it to the GP surgery 
in the FREEPOST envelope provided.
To discuss this study or find out more about the research study please contact {NURSE NAME} 
at {PRACTICE ADDRESS} on {TELEPHONE NUMBER}.
Yours sincerely
{NAME - FOOD INTOLERANCE CLINIC NURSE}
CL/Survey/v 1 /06-07-2005
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A P P E N D IX  3 - P O S T A L  Q U E S T IO N N A IR E  - R E M IN D E R  
L E T T E R
{GP Practice headed paper}
Ethics C o m m itte e  C o d e  No: 
Principal Investigator:
O th er Investigators:
05/S 0 70 3 /8 8  
Prof. J a n e  O g d e n
Dr M  Ashworth, Dr J Rosenthal, Dr S W o o d , Prof N Staines, 
Prof R Jones, Mrs M  Nelson, Miss J P op e
Ot M a rc h  2009
Re: Food In to le ran ce  Q uestionnaire
D e a r «Title>x<lnitial)x<Sumame»
I recently  sent you a  le tte r a n d  questionna ire  a b o u t in to le ran ce  to  foods. If you  h a v e  
c o m p le te d  a n d  retu rn ed  it th e n  p lea s e  ig nore  this le tter. H ow ever, if you h a v e  no t w e  
w o u ld  b e  extrem ely  gra tefu l if you c o u ld  c o m p le te  the  enc losed  questionnaire  WHETHER OR  
NOT you  fee l you h a v e  a n y  sym ptom s re la ting  to  fo o d  in to le ran ce . it should only ta ke  
a b o u t 10 m inutes to  c o m p le te . P lease w o u ld  you  c o m p le te  it a n d  return it to th e  G P  surgery 
in th e  FREEPOST e n v e lo p e  p rov id ed .
To discuss this study or find o u t m ore  a b o u t th e  research  study p lease  c o n ta c t  {NURSE NAME} 
a t  {PRACTICE ADDRESS} on  {TELEPHONE NUMBER}.
Yours sincerely
{NAM E -  FO O D  INTOLERANCE CLIN IC  NURSE}
CL/Survey/v 1 /06-07-2005
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A P P E N D IX  4  - D E M O G R A P H IC  D IF F E R E N C E S  B E T W E E N  
G R O U P S
i) Age
A one-way ANOVA was conducted to consider whether there were any differences 
between the four groups in terms of the ages of the respondents (see Figure 1). 
The independent variable had four levels representing each of the four G P  surgeries 
(Glasgow, Birmingham, South London, Norfolk); the dependent variable was the age 
of the respondents. A Levene’s test indicated that the homogeneity of variance 
assumption had been violated [F(3,2298)= 5.07, p<.01], although this is not 
surprising due to the large sample size (Field, 2005). A Welch correction was 
applied and revealed a significant difference between the mean ages of the four 
groups [F (3, 915.2) = 69.9, p < .01].
Figure 1 -  Distributions of age between the four GP samples_____________
120
100
80- 
60- 
40- 
20-
<u
cn n< 0, i w b b ________
N = 244 638 643 777
Glasgow Birmingham S. London Norfolk
GP Surgery
Post hoc tests were conducted to evaluate pairwise differences among the means 
(see Table 1). These were conducted using the Games Howell procedure, as the
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variances were not homogenous between the groups, and the sample sizes were 
not equal. The results showed that the mean age for the Norfolk respondents was 
significantly different from the Glasgow, Birmingham and South London 
respondents. The respondents from the Norfolk practice were significantly older than 
the respondents from Glasgow, Birmingham and South London. There were no 
other differences in age between the respondent groups.
Table 1 - The differences in age, and the 95% confidence intervals of pairwise
differences in mean ages between the four GP samples
Surgery m SD Range B ’ham S .L o n d o n Norfolk
Glasgow 244 50 17.9 1 6 - 8 7 -1 .6  to 5.5 -0.4 to 6.9 -12 .6  to -5.8
B ’ham 638 48.1 19.2 1 6 -9 4 -4.1 to 1.2 8.5 to 13 .7
S .L o n d o n 643 46.6 17 .7 1 6 -9 8 10 .1 to 15
Norfolk 777 59.2 18.2 1 6 - 9 7
Sample size = 2,302
ii) Gender
A 2 x 4 Chi-square test was performed to examine the association between 
numbers of male and female respondents for each G P  surgery. The overall chi- 
square was non-significant [y2 (3)=5.6, p>.05]. Therefore, there was no difference 
between the number of male and female respondents for each of the practices. As 
Table 2 shows, there was a higher proportion of female respondents for all of the 
practices, with around 6 0 %  of the responses being from females compared with 
approximately 4 0 %  from males.
Table 2 - Proportion of male and female respondents for each GP sample
Gender
Glasgow  
n = 245 
n
(% )
Birmingham  
n = 644
n
<%)
S. London  
n = 653 
n
(% )
Norfolk 
n = 780 
n
<%)
Overall 
n = 2,322  
n 
(% )
Male 101 245 280 343 969
(41.2) (38.0) (42.9) (44.0) (41.7)
Female 144 399 373 437 13 5 3
(58.8) (62.0) (57.1) (56.0) (58.3)
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iii) Educational attainment
Table 3 displays the frequencies for highest educational attainment across the four 
practices. The frequencies show that the Glasgow, Birmingham and South London 
respondents reported a higher proportion of degrees than respondents from Norfolk. 
Similarly, a larger proportion of respondents from the Norfolk practice reported no 
qualifications than the respondents from the Glasgow, Birmingham and South 
London practices.
Table 3 -  Levels of educational attainment (uncollapsed) for the four respondent 
groups
Education
Glasgow  
n = 232  
n
(% )
B ’ham 
n = 610  
n
(% )
S. London  
n = 608 
n
(% )
Norfolk 
n = 697 
n
(% )
Overall 
n = 2 ,14 7  
n 
(%)
Degree 92 229 296 90 707
(39.7) (37.5) (48.7) (12.9) (32.9)
Higher ed. <degree 44 47 57 70 218
(19.0) (7.7) (9.4) (10.0) (10.2)
‘A ’ level & equiv. 29 60 43 57 189
(12.5) (9.8) (7.1) (8.2) (8.8)
G C S E  & equiv. 28 1 19 94 180 421
(12 .1) (19.5) (15.5) (25.8) (19.6)
None 39 15 5 118 300 6 12
(16.8) (25.4) (19.4) (43.0) (28.5)
Table 4 -  Levels of educational attainment (collapsed) for the four respondent groups
Glasgow B ’ham S .L o n d o n Norfolk Overall
Education n = 232 n = 610 n = 608 n = 697 n = 2 ,14 7
i . ■ ‘ ■ : n n n n n
(% ) (% ) <%) <%) (% )
Higher education 136 276 353 160 925
(58.6) (45.2) (58.1) (23.0) (43.1)
School education 96 334 255 537 1,222
(41.4) (54.8) (41.9) (77.0) (56.9)
A two way contingency table analysis was conducted to evaluate whether there was 
an association between educational level (higher education or ‘A’ levels and below) 
and the G P  surgery that respondents were affiliated to (Glasgow, Birmingham, 
South London and Norfolk). G P  surgery affiliation and educational level were found 
to be significantly related, [yf (1) =167.73), p<.01]. The proportions of respondents
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who reported having a higher education in Glasgow, Birmingham, South London 
and Norfolk were 58 .6 % , 4 5 .2 % , 5 8 .1 %  and 2 3 .0 %  respectively.
Follow-up pairwise comparisons were conducted (see Table 5) using chi-squares. 
These comparisons revealed that there was no relationship between educational 
attainment and whether respondents were from Glasgow and South London. 
However, respondents from both Glasgow and South London had a significantly 
higher educational attainment than both Birmingham and Norfolk. In addition, the 
respondents from Birmingham also had a higher educational attainment than those 
from Norfolk. The respondents from Norfolk had a significantly smaller proportion of 
highly educated respondents than all of the three other samples.
Table 5 -  Pairwise comparisons for educational level between the four respondent 
groups
Surgeries compared 2X P Cram er’s  V
Glasgow  vs. B ’ham 12.03 .001 .12
Glasgow  vs. S. London .022 .883
Glasgow  vs. Norfolk 10 1.9 8 .0005 .33
B ’ham vs. S. London 2 0 . 0 1 .0005 .13
B ’ham vs. Norfolk 72.71 .0005 .24
S. London vs. Norfolk 16 7.73 .0005 .36
iv) Ethnicity
The ethnicities of the respondents from the four practices are shown in Table 6. The 
frequencies show that both the Glasgow and Norfolk respondents are almost all 
white. The Birmingham and South London respondents show more mixed samples.
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Table 6 - Ethnic background of the four respondent groups
Ethnicity
Glasgow  
n = 248
n
10/ \ 1 /OJ
B ’ham 
n = 642 
n
(% )
S. London  
n = 640
n
(% )
Norfolk 
n = 772  
n 
<%)
White 242 547 467 766
(97.6) (85.2) (73.0) (99.2)
Mixed 0 11 9 1
(0 .0 ) (1.7) (1.4) (0 .1 )
Asian or Asian British 3 35 8 1
(1.2) (5.5) (1-3) (0 .1 )
Black or Black British 0 23 1 1 3 1
(0 .0 ) (3.6) (17.7) (0 .1 )
Chinese 2 9 13 1
(0.8) (1.4) (2.0) (0 .1 )
Other 1 17 30 2
(0.4) (2.6) (4.7) (0.3)
A chi-square test was conducted to look at whether there were any associations 
between the four centres and the proportion of white and non-white respondents.
Table 7 -  Ethnic background collapsed into two categories (white and non-white) for 
the four respondent groups
Ethnicity
Glasgow  
n = 248
(% )
B ’ham 
n = 642
(%")
S .L o n d o n  
n = 640 
n
Norfolk 
n = 772  
n
(% )
White 242 547 467 766
(97.6) (85.2) (73.0) (99.2)
Non-white 6 95 17 3 6
(2.4) (14.8) (27.0) (0.8)
The overall 2 x 4  chi-square was found to be significant [y? (3) =252.3, p<.01]. 
Therefore there was a significant difference between the numbers of white and non­
white people in the four G P  respondent groups. Pairwise comparisons (see Table 
8) were conducted using chi-squares. These comparisons revealed that South 
London had a significantly higher proportion of non-white respondents than 
Glasgow, Birmingham and Norfolk. Furthermore, Birmingham also had a 
significantly higher proportion of non-white respondents than Glasgow and Norfolk. 
A chi-square comparison could not be conducted for Glasgow and Norfolk as the 
assumption of the expected cell count being at least 5 was violated. However, from
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looking at the frequency data it can be seen that both the Norfolk and Glasgow 
respondent groups were almost completely white, apart from six non-white 
respondents in each group (0.8% and 2 .4 %  respectively).
Table 8  - Pairwise comparisons for ethnic background between the four respondent
groups
Surgeries compared x2 P Cram er’s V
Glasgow  vs. B ’ham 27.25 .001 .18
Glasgow  vs. S. London 67.27 .001 .28
Glasgow  vs. Norfolk 4.35 .04
B ’ham vs. S. London 29.01 .001 .15
B ’ham vs. Norfolk 103.88 .001 .27
S. London vs. Norfolk 217.88 .001 .39
v) Reported food allergy and food intolerance
The frequencies of reported food allergy for the four practices are reported in Table 
9. A 2 x 4 chi-square analysis was conducted to examine the association between 
the four respondent groups with regard to the prevalence of perceived food allergy. 
The overall chi-square was significant [y2 (3) = 11 .3 2 , p<.05, Cramer’s V=.07]. 
Pairwise comparisons with a Bonferroni correction applied to the alpha level, 
revealed that there was a significant relationship between the number of 
respondents who reported prevalence of food allergy in the South London practice 
and the Norfolk practice [y2 (1) = 9.58, p <.0083, Cramers V  = .09]. There was a 
higher proportion of self-reported food allergy in the South London practice than in 
the Norfolk practice. However, no other significant relationships were found in the 
pairwise comparisons in considering the frequencies of perceived food allergy, (see 
Table 9).
A Chi-square analysis was also conducted to examine the relationship between the 
four practices and the prevalence of perceived food intolerance (‘Yes/No’). From 
initial consideration of the frequencies (see Table 9), there appears to be very little 
difference between the four G P  samples; the prevalence proportions range from 
3 0 %  to 3 6 % . However, the chi-square analysis revealed a significant difference 
between centre and perceived food intolerance [yf = (3) =9.22, p<.05, Cramer’s V  
=.07]. Pairwise comparisons revealed a significant difference between South
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London and Norfolk [y2 (1) = 6.38, p=.01, Cramer’s V  = .07]. The Norfolk sample 
had significantly lower prevalence of food intolerance than South London. However, 
as can also be seen from the effect size, this association is small (less than .1).
Table 9 - Prevalence of reported food allergy and food intolerance for the four
respondent groups
Variable Glasgow
_
S .L o n d o n Norfolk
Food Allergy n = 226 n = 586 n = 604 n = 716
Yes 35 1 1 3 126 103
(15.5) (19.3) (20.9) (14.4)
No 191 473 478 6 13
(84.5) (80.7) (79.1) (85.6)
Food Intolerance n = 233 n = 602 n = 608 n = 746
Yes 71 2 17 222 224
(30.5) (36.0) (36.5) (30.0)
No 162 385 386 522
(69.5) (64.0) (63.5) (70.0)
317
A P P E N D IX  5  - IN FO R M A TIO N  S H E E T  F O R  CLINIC 
A T T E N D E E S
U n i S
PARTICIPANT INFORMATION SHEET
Food Intolerance Nurse Clinic
Ethics C o m m ittee  C o d e  No: 
Principal Investigator:
O ther Investigators:
Enrolling patients:
05/S 0703 /88  
Prof. J an e  O g d e n
Dr M  Ashworth, Dr J Rosenthal, Dr S W o od , Prof N Staines, 
Prof R Jones, Mrs M  Nelson, Miss J P ope  
NURSE NAME
Food in to le ran ce  c a n  result in a  ra n g e  o f symptoms which c a n  rem ain  a  mystery to  
both  patients a n d  doctors. This study aims to  assess the usefulness of having a  n e w  
nurse based  in your G e n e ra l P ractice  w h o  c a n  offer a d v ic e  a b o u t h o w  best to  
m a n a g e  foo d  in to le ran ce  re la te d  problem s.
Patients th a t choo se  to ta ke  p a rt in th e  study a n d  a tte n d  the clinic will b e  asked to 
c o m p le te  a  questionnaire e a c h  tim e they  see th e  research p ra c tic e  nurse ab o u t  
their symptoms a n d  experiences o f th e  clinic. At the  clinic th e  nurse wiii ta k e  a  
d e ta ile d  history a n d  offer d ietary  a d v ic e  to  e n a b le  patients to  avo id  any  offend ing  
foods.
Patients th a t a g re e  to ta k e  p a rt in this study a re  free  io  drop ou t or c h a n g e  their 
m ind a t a n y  tim e.
To discuss this study or find o u t m ore a b o u t the  ciinic please c o n ta c t NAME OF 
FO OD INTOLERANCE NURSE a t  the  GP SURGERY NAME on PHONE NUMBER.
PIS/Clinic/vl /06-07-2005
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A P P E N D IX  6 - PA T IE N T  C O N S E N T  F O R  F O O D  
IN T O L E R A N C E  CLINIC
U n i S  ]
PARTICIPANT CONSENT FORM
Food Intolerance Nurse clinic
Ethics C o m m itte e  C o d e  No: 
Principal Investigator:
O th er investigators:
0 5 /S 0703 /88  
Prof. J an e  O g d e n
Dr M  Ashworth. Dr J Rosenthal, Dr S W o o d , Prof N Staines, 
Prof R Jones, Mrs M  Nelson, Miss J P op e  
N AM E FO O D  INTOLERANCE CLIN IC  NURSEEnrolling patients:
W e  w o u ld  like to  invite you  to  ta k e  p a rt in our research  study o f fo o d  in to le ra n c e  h o w e ve r  
you a re  c o m p le te ly  fre e  n o t to  d o  so if you  so wish. As p a rt o f the  study a  n e w  nurse will b e  
p la c e d  a t  th e  G e n e ra l P rac tice  w h o  will h a v e  specialist k n o w le d g e  a b o u t fo o d  in to le ran ce  
a n d  h o w  best to  m a n a g e  a n y  asso c ia ted  sym ptom s. The study aim s to  assess h o w  useful 
such a  n e w  nurse le d  clin ic w o u ld  b e  a n d  fo see h o w  e ffec tiv e  it is a t  red u c in g  patien ts ' 
sym ptom s. If you choo se  to  ta k e  p a rt in th e  study a n d  a tte n d  th e  c lin ic you will b e  asked  
to  c o m p le te  a  questionna ire  e a c h  tim e  you see  th e  nurse. The clin ic service will in c lude  
d e ta ile d  history taking  a n d  d iag nostic  m easures, as w ell as the  provision o f d ie ta ry  a d v ic e  to  
e n a b le  you  to  a v o id  a n y  o ffe n d in g  foods.
If you a g re e  to  ta k e  p a rt in this study you a re  free  to  d rop  out or c h a n g e  your m ind  a t  a n y  
tim e.
1_________________________________________________ ____________________________________ (n a m e )
of__________________________ _________________________________;________________________(address)
h e re b y  consen t to  ta k e  p a rt in th e  a b o v e  investigation, th e  n a tu re  a n d  purpose o f w h ich  
h a v e  b e e n  e x p la in e d  to  m e . Any questions I w ished to ask h a v e  b e e n  a n s w e red  to  m y  
satisfaction. I un derstand  th a t I m a y  w ith d ra w  from  th e  investigation a t  a n y  s tag e  w ithou t 
necessarily giving a  reason for d o ing  so a n d  th a t  this will in no w a y  a f fe c t  the  c a re  I rec e iv e  
as a  p a tie n t.
S IGNED [V o lu n te e r)___________________________________________  D ate
(res e a rc h e r)   D ate
You m a y  inform  m y GP th a t I a m  p a rtic ip a tin g  in this study o f fo o d  in to le ran ce  Y /  N
3 cop ies  required:- o n e  for researcher, o n e  for p a tie n t/vo lu n tee r, o n e  for patient's  notes
For further in form ation c o n ta c t  NAM E FO O D  INTOLERANCE CLINIC NURSE on  PHONE NUMBER 
or Joe  P op e  a n d  M ia  Nelson on  01483 682882
CF/Clinic/v 1/06-07-2005
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A P P E N D IX  7 - L E T T E R  T O  G P  - PA T IE N T  PA R T IC IPA T IO N
U n i S
r Food Intolerance Nurse Clinic
Ethics C om m ittee  C o d e  No: 
Principal Investigator:
O ther Investigators:
05/S 0703/88  
Prof. Jan e  O g d e n
Dr M  Ashworth, Dr J Rosenthal, Dr S W ood, 
Prof N Staines, Prof R Jones, Mrs M  Nelson, 
Miss J Pope
01 M a rc h  2009
Re: PATIENT NAME, DOB
D e a r D rG P  NAME,
Your pa tien t, PATIENT NAME, w as referred to us by  NAME, a n d  has consented  
to  ta k e  p a rt in the  a b o v e  research study.
The study aims to  d e v e lo p  a n d  e v a lu a te  a  prim ary c a re  b ased  p ra c tic e  nurse 
clinic for fo o d  in to lerance . Your p a tien t will b e  asked to  c o m p le te  a  
questionnaire e a c h  tim e they  see th e  research p ra c tic e  nurse asking them  
a b o u t a n y  sym ptoms a n d  their experiences o f the  clinic. The clinic service  
will include  d e ta ile d  history taking a n d  diagnostic  measures, as well as the  
provision o f d ieta ry  a d v ic e  n e e d e d  to  e n a b le  them  to a vo id  any  offend ing  
foods.
Your p a tie n t is a w a re  th a t they  a re  free  to  d rop  out or c h a n g e  their m ind  
a b o u t partic ipating  a t  a n y  tim e.
If you w o u ld  like m ore  inform ation a b o u t the  study please c o n ta c t e ither the  
research p ra c tic e  nurse NAME, on TELEPHONE NUMBER, o r the  research  
fellows b ased  a t  the  University of Surrey, Joe  Pope a n d  M ia  Nelson a t  
ioe.pope@ surrev.ac.uk a n d  m .nelson@ surrev.ac.uk.
Yours sincerely.
NAME, FO O D  INTOLERANCE NURSE
GPL/Clinic/v 1/06-07-2005
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A P P E N D IX  8  - S Y M P T O M  Q U E S T IO N N A IR E
□ □ □ □  [ 1 session B |
Symptom Questionnaire -  Food Intolerance Clinic
Please complete the table below thinking about your general health and symptoms you m ay experience.
Over the Dost week have you experienced any of the
following symptoms?
No Yes
l)Headache ' No Yes
2)Mfgrafne '• No Yes
3}UnexplaIned tiredness No Yes
t)Mood changes No Yes
5)Panlc attacks ; '"s' No Yes
S)Poor concentration No Yes
TJInftabittty No Yes
3)Poor or disturbed sleep No Yes
?)Fluld retention (swollen hands/feet) No Yes
lOJNose-sneering/ Itch/runny/ blocked No Yes
ll)Eyes-itch/watering/redness , No Yes
l2)Wheezy chest No Yes
13)Cough ‘ No Yes
l4}Shartness of breath No Yes
!5)Chest pain • No Yes
l&)Mouth/ lips/ tongue/ gums- sore or Hchy No Yes
l7)Heartburn .. . ; No Yes
l8}Feeling sick No Yes
l?)VomlHng . No Yes
20}Tummy Ache No Yes
2t)Wind or bloating of stomach No Yes
22)Dlarrh6ea No Yes
23}Constf potion No Yes
24)Palnful or swollen joints No Yes
25)Palnfut or tender muscles No Yes
26}Musclestire very easily No Yes
27)Back ache No Yes
28)Eczema or dermatitis No Yes
29)ltchy skin No Yes
JOJBIotchy rash (urticaria or heat bumps) No Yes
31)Period pain (women) No Yes
32)Premenstrual tension (women) No Yes
33)Thrush (or similar) (women) No Yes
34)Other symptom (please specify)
No Yes
If ‘NO’ go 
to next 
symptom
IF YES • 
IF YES- 
IF YES' 
IF YES - 
IF YES- 
IF YES' 
IF YES - 
IF YES' 
IF YES- 
IF YES- 
IF YES * 
IF YES- 
IF YES" 
IF YES- 
IF YES - 
IF YES - 
IF YES - 
IF YES * 
IF YES- 
IF YES - 
IF YES - 
IF YES'  
IF YES - 
IF YES'  
IF YES - 
IF YES '  
IF YES * 
IF YES * 
IF YES * 
IF YES '  
IF YES- 
IF YES * 
IF YES - 
IF YES -
How often do 
you 
experience 
this 
symptom?
I N
ev
er
 
j
>N
oc0
1 
o [ S
om
et
im
es
 
1
['O
fte
n 
j
I V
er
y 
of
te
n
How severe Is 
your 
symptom?
No
t 
at 
all
 
j
<D
I
< So
m
ew
ha
t 
j
I Q
ui
te
 
a 
lot
 
j
■C03
£
1
Do you think 
this symptom 
Is caused by 
a particular 
food?
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
No Yes
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A P P E N D IX  9 - H E A L T H  S T A T U S  S F -8  Q U E S T IO N N A IR E
□ □ □ □
SF- 8  Food Intolerance Clinic
1. O v e ra ll, h o w  w o u ld  y o u  ra te  y o u r h e a lth  d u rin g  th e  p a s t w e e k ?
Excellent 1 Very  G o od  I G o od Fair Poor V ery  poor
! ' 0 , ! 0 2 O s 0 4 ......  O s  ..... 0 *
2 . During th e  p a s t w e e k , h o w  m u c h  d id  p h ys ica l h e a lth  p rob lem s  lim it y o u r usual 
ph ys ica l activ ities  (such as w a lk in g  o r c lim b in g  stairs)?
Not a t  ail V ery  little Som ew hat Quite a  lot C ould not do  physical activities
0  1 O 2 0  3 0  4 O s
3. D uring th e  p a s t w e e k , h o w  m u c h  d iffic u lty  d id  y o u  h a v e  d o in g  y o u r d a ily  w o rk , b o th  
a t  h o m e  a n d  a w a y  from  h o m e , b e c a u s e  o f  yo u r ph ys ica l h e a lth ? ______________
N one a t all A  little bit Som e Q uite a  lot C ould  not do  dally  work
O O to 0 3 0 4 O s
4 . H o w  m u c h  b o d ily  p a in  h a v e  y o u  h a d  d u rin g  th e  p a s t w e e k ?
None V ery  m ild i M ild M od era te Severe V ery severe
O l O 2 1 O s 0 4 O s 0 6
S. D uring th e  p a s t w e e k , h o w  m u c h  e n e rg y  d id  y o u  h a v e ?
Very m uch Q uite a  lot Som e A little None
O l O 2 O s O 4 O s
6. D uring th e  p a s t w e e k , h o w  m u c h  d id  y o u r phys ica l h e a lth  o r e m o tio n a l p ro b le m s  limit 
y o u r usual soc ia l activ ities  w ith  fa m ily  o r friends?
Not a t all Very  little S om ew hat Quite a  lot C ould  not do  social activities
O l O 2 O 3 0 4 O s
7. D uring th e  p a s t w e e k , h o w  m u c h  h a v e  y o u  b e e n  b o th e re d  b y  e m o tio n a l p ro b le m s  
(such as fe e lin g  anxious, d e p re s s e d  o r irr ita b le )? ____
Not a t all snghliy____ M o d era te ly Quite a  lot Extremely
O l O 2 O 3 " O 4 O s
8 . D uring th e  p a s t w e e k , h o w  m u c h  d id  p e rso n a l o r e m o tio n a l p ro b le m s  k e e p  y o u  from  
d o in g  yo u r usual w o rk , sch o o l or o th e r  d a ily  activ ities?____________________________________
Not a t all Very  little Som ew hat Quite a  lot C ould not do  
da lly  activities
0 . O 2 O s 0 4 O s
Th an k  y o u  for c o m p le tin g  this q u e s tio n n a ire .
1st session B
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A P P E N D IX  1 0  - P R O F IL E  O F  M O O D  S T A T E S
Q U E S T IO N N A IR E
□ □ □ □
POMS - Food Intolerance Clinic
B elo w  is a  list o f  w o rd s  th a t  d e s c rib e  fee ling s  p e o p le  h a v e . P lease  c irc le  a  n u m b e r  for 
e a c h  fe e lin g  w h ic h  b e s t d e s c rib e s  h o w  y o u  h a v e  fe lt o v e r  th e  p a s t w e e k .
Not a t  all A  little M oderate ly Q uite a  bit Extremely
I } Tense 0 1 2 3 4
2) Angry 0 1 2 3 4
3) Worn out 0 1 2 3 4
4) U nhappy 0 1 2 3 4
5) Lively 0 1 2 3 4
6) Confused 0 i 2 3 4
7) P eeved  (Irritated) 0 1 2 3 4
8) Sad rt 0 1 2 3 4
9) A ctive 0 1 2 3 4
10) O n e d g e 0 1 2 3 4
11) G rouchy (B ad -tem pered ) 0 1 2 3 4
12) Blue 0 1 2 3 4
13) Energetic 0 1 2 3 4
14) Hopeless 0 1 2 3 4
15) Uneasy 0 1 2 3 4
16) Restless 0 1 2 3 4
17) Unable to co n c e n tra te 0 I 2 3 4
18) Fatigued 0 1 2 3 4
19) Annoyed 0 1 2 3 4
20) D iscouraged 0 1 2 3 4
21) Resentful 0 1 2 3 4
22) Nervous 0 1 2 3 4
23) M iserable 0 1 2 3 4
24) Cheerful 0 1 2 3 4
25) Bitter 0 1 2 3 4
26) Exhausted 0 1 2 3 4
27) Anxious 0 1 2 3 4
28) Helpless 0 1 2 3 4
29) W eary 0 1 2 3 4
30) Bewildered 0 1 2 3 4
31) Furious 0 1 2 3 4
32) Full of p e p  (Energy) 0 1 2 3 4
33) Worthless 0 1 2 3 4
34) Forgetful 0 1 2 3 4
35) Vigorous 0 I 2 3 4
36) Uncertain a b o u t things 0 1 2 3 4
37) Bushed (Tired out) 0 1 2 3 4
I s‘ session B
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A P P E N D IX  11 - G E N E R A L  H E A L T H  Q U E S T IO N N A IR E
□ □ □ □ 1st session B
GHQ- 1 2 - Food Intolerance Clinic
P lease  r e a d  this c a re fu lly .
W e  shou ld  like to  k n o w  if y o u  h a v e  h a d  a n y  m e d ic a l c o m p la in ts  a n d  h o w  y o u r h e a lth  
has b e e n  in g e n e ra l, o v e r  th e  po st w e e k . P lease  a n s w e r ALL th e  questions s im ply b y  
c irc ling  th e  a n s w e r  w h ic h  y o u  th ink m o s t n e a rly  a p p lies  to  y o u . R e m e m b e r  th a t  w e  
w a n t  to  k n o w  a b o u t  p re se n t a n d  r e c e n t  c o m p la in ts , n o t tho se  th a t  y o u  h a d  in th e  past.
It is im p o rta n t th a t  y o u  try to  a n s w e r  ALL th e  questions. Thank y o u .
H a v e  y o u  r e c e n t ly . . .
1. b e e n  a b le  to  co n c e n tra te  on  
w h atever y o u ’re doing?
Better than 
usual
Same as 
usual
Less than 
usual
Much less 
than usual
2. lost m uch sleep over worry? Not at all No more than usual
Rather more 
than usual
Much more 
than usual
3. felt th a t you a re  playing a  useful part 
in things?
More so 
than usual
Same as 
usual
Less useful 
than usual
Much less 
useful
4. felt c a p a b le  o f m aking decisions 
a b o u t things?
More so 
than usual
Same as 
usual
Less so than 
usual
Much less 
than usual
5. felt constantly under strain? Not a t all No more than usual
Rather more 
than usual
Much more 
than usual
6. felt you c ou ldn ’t o v e rc o m e  your 
difficulties? Not a t al!
No more 
than usual
Rather more 
than usual
Much more 
than usual
7. be e n  a b le  to enjoy your norm al d a y -  
to -d ay  activities?
More so 
than usual
Same as 
usual
Less so than 
usual
Much less 
than usual
8. be e n  a b le  to fa c e  up to  your 
problems?
More so 
than usual
Same as 
usual
Less so than 
usual
Much less 
able
9. be e n  feeling un happy a n d  
depressed? Not a t all
No more 
than usual
Rather more 
than usual
Much more 
than usual
10. b e e n  losing c o n fid en ce  in yourself? Not at all No more than usual
Rather more 
than usual
Much more 
than usual
11. b e e n  thinking of yourself as a  
worthless person? Not at ail
No more 
than usual
Rather more 
than usual
Much more 
than usual
12. b e e n  feeling reasonably happ y, all 
things considered?
More so 
than usual
About same 
as usual
Less so than 
usual
Much less 
than usual
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A P P E N D IX  1 2  - IL L N E S S  P E R C E P T IO N  Q U E S T IO N N A IR E
□ □ □ □
IP Q -R  -  F o o d  I n t o le r a n c e  C l in ic
Y o u r v ie w s  a b o u t  v o u r sym pto m s
W e  a re  in te re s te d  in y o u r o w n  p e rso n a l v iew s o f h o w  yo u  s ee  th e  sym pto m s th a t  h a v e  
p r o m p te d  you  to  c o m e  to  th e  c lin ic .
P le a s e  in d ic a te  h o w  m u c h  y o u  a g r e e  or d is a g re e  w ith  th e  fo llow ing  s ta te m e n ts  a b o u t  your  
sym pto m s b y  tick ing  th e  a p p r o p r ia te  b o x . P lease  d e s c rib e  h o w  yo u  h a v e  fe lt o v e r  th e  pas t  
w e e k .
VIEWS ABOUT YOUR SYMPTOMS Stronglydisagree Disagree
Neither 
agree 
• nor 
disagree
Agree Stronglyagree
IPI
TLI
My sym ptom s will la st a  short tim e
IP6
C O l
My sym ptom s a re  a  serious c o n d itio n
IP12
PCI
T here is a  lot w h ich  i c a n  d o  to  co n tro i m y sym ptom s ■ V
1P19
TC)
T here is v ery  little th a t c a n  b e  d o n e  to  im p ro v e  m y  
sym ptom s
IP24
.IC1
My sym ptom s a r e  puzzling to  m e
IP29
TLC1
My sym ptom s c h a n g e  a  g r e a t  d e a l  from  d a y  to  d a y
IP33
EMI
i g e t  d e p re s s e d  w h e n  1 think a b o u t  m y  sym ptom s
IP2
TL2
My sy m p to m s a r e  likely to  b e  p e rm a n e n t  r a th e r  th a n  
te m p o ra ry
IP7
C 0 2
My sym ptom s h a v e  m a jo r c o n s e q u e n c e s  o n  m y life
IP13
PC2
W h a t 1 d o  c a n  d e te rm in e  w h e th e r  m y sym ptom s g e t  
b e t t e r  o r  w o rse
IP20
TC2
My tre a tm e n t  will b e  e f fe c tiv e  in cu ring  m y sym ptom s
IP25
IC2
My sym ptom s a r e  a  m ystery  to  m e
IP30
TLC2
My sy m p to m s c o m e  a n d  g o  In cy c le s
IP34
EM2
W hen  1 think a b o u t  m y sy m p to m s 1 g e t  u p s e t
iP3
TL3
My sym ptom s will last for a  long  tim e
IPS
0 0 3
My sym ptom s d o  n o t h a v e  m u c h  e f f e c t  o n  m y life
IP 14
PC3
The c o u rse  o f m y sym ptom s d e p e n d s  o n  m e
1st session B
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VIEWS ABOUT YOUR SYMPTOMS Stronglydisagree Disagree
Neither
agree
nor
disagree
Agree Stronglyagree
IP21
TC3
The n e g a tiv e  e ffe c ts  o f m y sym ptom s c a n  b e  p re v e n te d  
(av o id ed ) b y  m y t r e a tm e n t
IP26
IC3
1 d o n 't  u n d e rs ta n d  m y sym ptom s
IP31
TLC3
My sym ptom s a r e  very  u n p re d ic ta b le
IP35
EM3
My sym ptom s m a k e  m e  fee l a n g ry
IP4
TL4
T hese sym p tom s will p a s s  quickly
IP?
0 0 4
My sym ptom s s trongly  a f f e c t  th e  w a y  o th e rs  s e e  m e
IP15
PC4
N othing  1 d o  will a f f e c t  m y sym ptom s
IP22
TC4
My t re a tm e n t  c a n  co n tro l m y  sym ptom s
IP27
IC4
My sym ptom s d o n 't  m a k e  a n y  se n s e  to  m e
IP32
TLC4
1 g o  th ro u g h  c y c le s  in w h ich  m y sym ptom s g e t  b e t te r  
a n d  w orse
'
IP36
EM4
My sym ptom s d o  n o t worry m e
IPS
TLS
I e x p e c t  to  h a v e  th e s e  sy m p to m s for th e  res t o f m y  life
IP10
0 0 5
My sym ptom s h a v e  serious fin an c ia l c o n s e q u e n c e s
IP16
PCS
1 h a v e  th e  p o w e r  to  in f lu e n c e  m y  sym ptom s
IP23
TCS
T here is no th in g  w h ich  c a n  h e lp  m y sym ptom s
Ip28
IC5
1 h a v e  a  c le a r  p ic tu re  o r u n d e rs ta n d in g  o f m y  sym ptom s
IP37
EMS
H aving th e se  sym p tom s m a k es  m e  fee! anxious
IP18
TL6
My sym ptom s will im p ro v e  in tim e
1PI1
COS
My sym ptom s c a u s e  difficulties for th o se  w h o  a r e  c lo se  
to  m e
IP 17 
PCS
My a c tio n s  will h a v e  n o  a f f e c t  o n  th e  o u tc o m e  o f m y 
sym ptom s
IP38
EM6
My sym ptom s m a k e  m e  fee l a fra id
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Causes of mv symptoms
W e  a re  in te re s te d  in w h a t  y o u  c o n s id e r m a y  h a v e  b e e n  th e  c a u s e  o f  y o u r sym p to m s . As 
p e o p le  a re  v ery  d iffe re n t, th e re  is n o  c o r re c t  a n s w e r  fo r this q u es tio n . W e  a re  m ost 
in te re s te d  in y o u r o w n  v ie w  a b o u t  th e  fa c to rs  th a t  c a u s e  your sym pto m s ra th e r  th a n  w h a t  
others  in c lu d in g  do c to rs  o r  fa m ily  m a y  h a v e  s u g g e s te d  to  y o u . B elow  is a  list o f  possib le  
c au s es  fo r y o u r sym pto m s. P le a s e  in d ic a te  h o w  m u c h  y o u  a g r e e  o r d is a g re e  th a t  th e y  
w e r e  cau ses  for y o u  b y  tick ing  th e  a p p r o p r ia te  b o x .
POSSIBLE CAUSES Stronglydisagree
Disagree Neither
agree
nor
disagree
Agree Strongly
agree
a
CAUl Stress or worry
C2
CAU2 H e re d ita ry -it  runs in m y family
C3
CAU3 A germ  or virus
C4
:AU4 Diet or ea ting  habits
CS
CAU5 C h a n c e  or b a d  luck
Zi
CA'J6 Poor m ed ica l c a re  in m y past
C7
CAU7 Pollution in the  environm ent
C8
CAtiB M y own behaviour
C9
CAU9
M y m ental a ttitud e  e .g . thinking a b o u t life 
negative ly
CIO
CAU10 Family problems or worries cau sed  m y symptoms
cn
cauii Overwork
C12 
CAUl 2
M y em otional state e .g . feeling dow n, lonely, 
anxious, em p ty
C13 
CAUl 3 A geing
C14 
CAUl A Alcohol
CIS 
CAUl 5 Smoking
CIS 
CAUl 6 A cc id e n t or injury
Ci7
CAU17 M y personality
CIS 
CAUl 8 A ltered immunity
A P P E N D IX  1 3  - F O L L O W -U P  Q U E S T IO N N A IR E
□  □ □ □
O U T C O M E
To b e  c o n d u c ted  3 months a fte r final visit to  Clinic.
1. Overall how w ould you rate  your health during the  past w eek? (excellen t, very go od , 
good, fair, poor, very poor)
Excellent Verygood Good Fair Poor
Very
poor
1 2 3 4 5 6
2. Below are  the sym ptoms that p rom pted you to c o m e  to the clinic. Please could you  
rate  e a c h  sym ptom  from  1-5  tn terms of how It has b e e n  over the  past w e e k . ('1 being  not 
a t all severe’ and  5  being  ‘V ery  severe’ )"
Not a t all Very
severe severe
Sym ptom  1:
........................  1 2 3 4 5
Sym ptom  2:
  1 2 3 4 5
Sym ptom  3:
  1 2  3 . 4 5
Symptom  4:
....................  1 2  3  4 5
Sym ptom  5:
....................  1 2  3 4  5
O u tc o m e  -  O
328
3. H ave you tried to continue following the  hea lthy  eating d iet since you finished a t the  
food in to lerance clinic?
No [ f f ]  Yes
4. If ves: To w h at extent have  you m a n a g e d  to stick to the healthy diet over 
the past 2 w eeks?O n a  sca le  o f 1 to 7 (1 being Not a t all, and  7 being  
Totally)
Not _ . „
at all Totally
1 2 3 4 5 6 7
5. H ave you tried to continue following the  w h ea t and  dairy free  d iet since you finished a t 
the food  Into lerance clinic?
No □  Yf  I I
A.lf ves: To w h at extent h a v e  you m an ag e d  to stick to  the w h ea t and  dairy  
free  d iet over the  oast 2 w eeks?On a  scale  of 1 to  7 (1 being Not a t all, and  
7 being  Totally)
Not _ . „
atoll To,al,y
1 2 3 4  5 6 7
Thank you very much for taking the tim e to answ er these questions.
A P P E N D IX  14  - PA T IE N T  IN FO RM A TIO N  -  R O L E  O F  TH E 
CLINIC
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A P P E N D IX  15 - PA T IE N T  IN FO RM A TIO N  -  H EA L TH Y  EATING 
DIET
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A P P E N D IX  17  - PA T IE N T  H IS T O R Y  S H E E T
Food Intolerance Clinic
Name
Contact Number
Participant Number
Does this pa tie n t h a v e  a  condition th a t excludes them  from participation? YES /  NO
First Session - B
Date
□ Consent Obtained □ Medical history taken
□ Participant Information sheet given □ Participant pack given
□ Participant ID allocated □ Diet & symptom diary sheets explained
□ Participant ID written on documents □ Next appointment arranged
□ First session (B) questionnaires completed □ Your contact details given
□ Send patient participation letter to GP
Second Session - S
D a te
□ Diet & sy m p to m  d iary  s h e e ts  ta k e n  b a c k □ Diet c h a n g e  s tra teg ie s  d iscu ssed
□ Diet & sy m p to m  sh e e ts  d iscu ssed □ H ealthy  Diet inform ation  sh e e ts  g iven
O 'H e a lth y ' d ie t  & s y m p to m  history s h e e ts  g iv e n □ N ext a p p o in tm e n t a r ra n g e d
□ Ensure p a r t ic ip a n t still h a s  yo u r c o n t a c t  d e ta ils □ S e c o n d  session (S) q u es tio n n a ire s  c o m p le te d
Third Session _ H
D a te Option 1 - Discharge
□ D iet & sy m p to m  history sh e e ts  ta k e n  b a c k □ Third session (H) q u es tio n n a ires  c o m p le te d
□ D iet & sy m p to m  sh e e ts  d iscu ssed □ 'The w a y  fo rw ard ' g iv en  to  p a r t ic ip a n t
□ C o m p lia n c e  & sym ptom s d iscu ssed □ D ischarge  le tte r  s e n t to  GP
Option 2 -  Wheat and Dairy Free Diet
□ 'W&D' d ie t  & sy m p to m  history sh e e ts  g iv en
□ 'W&D' D iet in fo rm ation  sh e e ts  g iven
□ Diet c h a n g e  s tra teg ie s  d iscussed
□ N ext a p p o in tm e n t  a r ra n g e d
□ Ensure p a r t ic ip a n t still h a s  your c o n t a c t  d e ta ils
□ Third session (H) q u es tio n n a ire s  c o m p le te d
Fourth Session - W
D a te ___________
□
□
□
□
Diet & symptom history sheets taken back □  Fourth session (W) questionnaires completed
Diet & symptom sheets discussed □  'The way forward' given to participant
Compliance & symptoms discussed □  Discharge letter sent to GP
'*  recommend Multivitamin /  Calcium supplements
' if appropriate
346
History Sheet
P artic ip a n t ID_______________________________ DOB_____________________ A g e ________________ Sex M /  F
P resen ting  Sym ptom s
C u rren t M ed ic a tio n
Previous M ed ic a l History
S pecific  Exclusion Criterion
□  D iab e te s  □  R ena l failure □  C o e lia c  d is e a se  □  A norexia n e rv o sa  □  A lcoholism
□  A sthm a or w h e e z e  like sy m p to m s □  M ed ically  u n assesse d  /  u n d ia g n o s e d  w e ig h t loss
□  O ral d ie ta ry  s u p p le m e n ts  r e c o m m e n d e d  by  a n  NHS d ie tic ian  /  u n d e r  re g u la r  rev iew
□  N o history o f th e  a b o v e  c o n d itio n s  th a t  e x c lu d e  th e  p a t ie n t  from p a r tic ip a tin g
□  P re g n a n t or B reast f e e d in g
Previous surgery
A lcohol in tak e___________________________________p e r  w e e k  /  d a y
R ec rea tio n a l Drugs____________________________________________________
H e ig h t_______________________m itres W eight.
O th e r  ob se rv a tio n s  a s  re le v a n t_____________________
A dditional N otes
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A P P E N D IX  19 - PA T IEN T  D IS C H A R G E  INFO RM A TIO N
The wav forward
Thank you  for a t te n d in g  o u r  fo o d  in to le ra n c e  clinic. W e h o p e  th a t  
y ou  h a v e  fo u n d  it helpful a n d  su p p o rtiv e  a n d  th a t your sym p tom s 
h a v e  im p ro v ed . A fter assessing  you r p e rso n a l fo o d  d iaries o v e r  th e  
p a s t  few  w eek s  a n d  by  listening to  h o w  your sym ptom s h a v e  c h a n g e d  
w e  h a v e  c o m e  to  th e  following conc lu sions.
The main problem area in your diet seems to be:
We would therefore recommend that you do the loilowing:
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A P P E N D IX  20  - L E T T E R  T O  G P  - PA T IEN T D IS C H A R G E  
FR O M  CLINIC
Food Intolerance Nurse Clinic
Ethics C om m ittee  C o d e  No: 
Principal Investigator:
O ther Investigators:
05/S0703/88  
Prof. Jane O g d e n
Dr M  Ashworth, Dr J Rosenthal, Dr S W ood, 
Prof N Staines, Prof R Jones, Mrs M  Nelson, 
Miss J Pope
01 M arch  2009
Re: PATIENT NAME, DOB
D ear Dr GP NAME,
Your patient, PATIENT NAME, has b e e n  seen in th e  Food In to lerance Nurse 
Clinic.
H e/She h a d  b e e n  experiencing SYMPTOMS/HISTORY an d  wished to see  
w h eth er specific foo d  a v o id a n c e  cou ld  help.
A basic healthy e a tin g  d ie t was p lan n ed  w hich PATIENT NAME w as ABLE/NOT 
ABLE to  a d h e re  to. Following this, a  w h e a t a n d  dairy free d iet p lan  was given  
w hich HE/SHE fo llow ed /w as not a b le  to follow.
Your pa tie n t found th a t their symptoms IMPROVED/IMPROVED ONLY A  
LITTLE/DID NOT IMPROVE while a tten d in g  the  clinic.
HE/SHE has b e e n  advised to consider other po ten tia l lifestyle causes for their 
symptoms, including AS APPROPRIATE FROM HISTORY/take calc ium  a n d  or 
multivitamin supplements a va ila b le  over the  counter/con tinue w ith their 
healthy eating  diet.
Please c o n ta c t m e  if you wish to  discuss this patient's a tte n d a n c e  further or 
w ould like information a b o u t the  diets your p a tien t has been  following.
Yours sincerely,
NAME, QUALIFICATIONS.
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A P P E N D IX  21 -  P A T IE N T  IN FO RM A TIO N  - INTERVIEW  
P R O C E D U R E
PARTICIPANT INFORMATION FORM
Food Intolerance Interview
Ethics C om m ittee  C o d e  No: 05/S0703/88  
Principal Investiga tor Prof. Jan e  O g d e n
O iher Investigators: Dr M  Ashworth, Dr J Rosenthal, Mrs M  Nelson, Miss J Pope
Enrolling patients: NAME -  FOOD INTOLERANCE NURSE
You ha v e  recently a tte n d e d  the  Food In to lerance Clinic in your GP surgery. W e  
w ould b e  very interested in interviewing you a b o u t your clinic experiences. This will 
help  us to  e va lu a te  the  service, a n d  to  understand the  needs of patients.
The topics th a t a re  likely to  b e  c o vered  during th e  interview are:
>  W hether you found the  clinic helpful
>  W hether there  is anything else you w ould  ha v e  found helpful
>  W h at symptoms you exp erien ce
>  H ow  your symptoms ha v e  c h a n g e d  whilst com ing to the  clinic
>  W h at other he lp  you ha v e  h a d  for your symptoms
The interview will b e  either b e  c o n d u c te d  in person or over the  te lepho ne  a n d  
should ta k e  b e tw e e n  30 minutes a n d  an  hour. The Interview will b e  ta p e  recorded . 
The in terview  will b e  held  in the  strictest co n fid e n c e  a n d  will b e  anonym ised.
If you a re  h a p p y  to  b e  in terview ed, NAME (food in tolerance nurse) will pass on your 
details to  our interviewer Miss Joe Pope. Joe will c o n ta c t you b e tw e e n  July a n d  
Septem ber to a rrange  a n  interview tim e th a t is convenient for you.
If you a g re e  to take  part in this study you a re  free  to  drop out or c h a n g e  your mind 
a t any  tim e.
W e very m uch a p p re c ia te  your tim e: it is very va luab le  for us to b e  a b le  to  talk to  
patients a b o u t their experiences o f food  in to lerance. If you w ould  like any  further 
information, p lease c o n ta c t Joe Pope a t  the  University of Surrey on 01483 682 882.
PIS/lnterview/vl /06-06-2007
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A P P E N D IX  2 2  - C O N S E N T  F O R M  F O R  IN T E R V IE W E E
U n i S
PARTICIPANT CONSENT FORM
Food Intolerance Interview
Ethics C om m ittee  C o d e  No: 
Principal Investigator:
Other Investigators:
05/S0703/88  
Prof, J an e  O g d e n
Dr M  Ashworth, Dr J Rosenthal, Dr S W ood, Prof N Staines, 
Prof R Jones, Mrs M Nelson, Miss J Pope  
NAME -  FOOD INTOLERANCE NURSEEnrolling patients:
W e  w ould  like to  invite you to  ta ke  part in our research study o f food  in to lerance how ever 
you a re  com ple te ly  free  not to do  so if you so wish. The study aims to exam in e  peop le 's  
experiences o f the  Food In to lerance clinic. The interview is e x p e c te d  to  take  b e tw e e n  30 
mins a n d  1 hour a n d  will b e  ta p e  reco rd ed . The interview will b e  carried  out in co n fid en ce  
an d  your reco rd ed  interview will b e  anonym ised. The topics likely to  b e  c o v e re d  during the  
in terview  are; aspects o f th e  clinic th a t he lp ed  you, w h a t symptoms you exp erien ce , and  
how  your symptoms h a v e  c h a n g e d  whilst com ing to  the  clinic, a n d  w h eth er you ha v e  
sought previous help for foo d  in to lerance.
If you a g re e  to  ta ke  part in this study you a re  free to drop out or c h a n g e  your m ind a t  any  
tim e.
I__________________________________________________________________________________ (n a m e)
o f_ _______________________________________________       (address)
hereby consent to  ta k e  part in the  a b o v e  investigation, the nature a n d  purpose o f which  
h a v e  b e e n  exp la ined  to  m e. Any questions I wished to ask ha v e  b e e n  answ ered to  my 
satisfaction. I understand th a t I m ay  w ithdraw  from  th e  investigation a t  any  s tag e  w ithout 
necessarily giving a  reason for do ing so a n d  that this will in no w a y  a ffe c t the c a re  I receive  
as a  pa tien t.
S IG NED  (V o lu n teer)________________________________________  D a t e _____________
(researcher) _________________________________________ D a t e _____________
You m ay  inform m y GP th a t I a m  partic ipating in this study o f foo d  in tolerance Y / N
3 copies required:- one for researcher, o n e  for patien t/vo lun teer, one for patient's notes
For further inform ation c o n ta c t NAME (food intolerance nurse) on PHONE NUMBER 
or Miss Joe P ope on 01483 682882
CF/lnterview/v 1 /06-07-2005
352
A P P E N D IX  2 3  - IN T E R V IE W  S C H E D U L E
INTERVIEW SCHEDULE
• Could you give me a brief history of the symptoms you were experiencing before 
you came to the clinic?
« How did you symptoms make you feel? 
o  Did they bother you? 
o  Impact on life?
• How did you manage your symptoms?
o  Can you tell me more about this 
o  Was this effective? Did it help?
« Had you sought any other help for your symptoms before you came to the food 
intolerance clinic?
o  Who? Were they helpful? 
o  Other sources of info? 
o  Were these helpful
• What was it that prompted you to link your symptoms to food?
® What was it that prompted you to come to the food intolerance clinic? 
o  General/particular?
• Could you briefly describe any changes in your symptoms that occurred while you 
were attending the clinic?
• How did these changes in your symptoms affect you/your life?
o  (Make relevant to earlier responses)
» What do you think might have led to changes in your symptoms? 
o  Within the clinic 
o  Outside the clinic 
9 Do you think anything about the clinic helped you to change your symptoms?
o  What did you think of the information?
9 Could you briefly describe any changes that have occurred since you finished 
attending the clinic?
o Still experiencing symptoms? Can you tell me more about that?
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Having been discharged from the clinic how have you been managing your 
symptoms since then?
o Maintaining diet? if not why?
How close do you think you came to achieving what you originally wanted to get 
out of going to the clinic?
o If yes - how close? 
o If no - why not / what was missing?
A P P E N D IX  2 4  - E X A M PL E  T R A N S C R IP T  O F  INTERVIEW  
C O N D U C T E D
Speaker key 
JO  = interviewer 
S S  = Patient - Sandra
JO  So would you please begin by just giving me a brief history of the 
symptoms you were experiencing before you came to the clinic?
S S  Okay. I was told, or 1 found out about six years ago, that I have a mild 
intolerance to dairy products. So back then I stopped drinking milk. For a 
while I didn’t have cheese, but I carried on having yoghurt, low fat yoghurt for 
a while. Then I carried on drinking Soya milk and recently -  I think probably a 
year ago -  I’ve been using... I’ve been eating Soya yoghurt, but I find it very 
difficult to give up cheese, so that exacerbates the problem. When I eat 
cheese I feel unwell. Afterwards I’m poorly a day later, or two days later; I 
think I still have the symptoms.
JO  And what sort of symptoms do you have?
S S  Weil, I have...I think I have irritable bowel syndrome, so sometimes I 
have urges to go to the toilet. Um, what else? Sometimes I get bad stomach 
aches; I get cramps. Um, I think that’s about it.
JO  So it was predominantly sort of either the urges to go to the toilet or 
the stomach cramps that were... that bother you?
S S  Yes.
S S  Yes. Oh, also, I, I, I sometimes feel very bloated, even if I have a very 
small, let’s say, cheese on toast, I will probably feel bloated and very heavy.
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JO Right. Okay. And so you’ve been experiencing those symptoms for 
quite a while? You said sort of six years?
S S  Yes. Yes.
JO  H’mm. And how frequently were you getting those symptoms?
S S  When I’m naughty and I have cheese.
JO [Laughs].
S S  So it depends. Now that I’m more aware of it... um, that I know that I 
have the power to change it, I avoid those kinds of things; I have an... Well, 
I’ve been, I’ve been eating goat’s cheese instead, and I think it’s better for 
me. But I’m not 1 0 0 %  sure whether there’s a difference between goat’s 
cheese and normal cheese.
JO H’mm. So how did that come about, that you saying that you were
told you had an intolerance to dairy products?
S S  Well, I think it was in the summer 2001, or something like that. I 
started getting um, um, like a rash; I would get spots i think all over my body, 
and, um, what else? There was a stomach ache and I would feel unwell. And 
I thought it was... First of all I thought it was tuna, so I stopped eating tuna. 
But I still had the problem. Then I thought it was canned tomatoes, so I 
stopped having those. And I still had the problem. I never, never knew that 
you could be allergic or intolerant to milk. Um, and then one day I went back 
home and the only thing I had for dinner was a large... One of those bio­
yoghurts that was... it was a very large yoghurt that I think it was probably 
full fat, and I had a rash; I had spots on my feet and on my head. So I 
immediately knew that it was the yoghurt or the milk. And then I went to a 
place in Baker Street, a pharmacy where I used to work, and I told the 
gentleman at the counter what was happening and he suggested to have a 
blood test. And they tested me for lactose intolerance and it came back 
positive.
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S S  I did, yes. He suggested I still have a blood test for other things, but 1 
had to pay for every sort of thing that was checked; I could only afford the 
£ 1 5  they were for the moment, and I was only checked for lactose 
intolerance.
JO Okay. And so that came back positive?
S S  Yes. So since then I’ve known... I mean, there was always mild
intolerance.
JO And so since then you’ve sort of tried to avoid dairy, have you?
S S  Yes, yes. And i’m just getting better with time and time, you know.
And now the non-dairy products available are better; the flavour is better. I 
even found some chocolate spread I think two weeks ago which is made in 
Australia and it doesn’t have any dairy products and some other things. It’s 
very expensive, um, and to be honest I don’t know what to eat it with. I 
bought it and I haven’t... I, I tried it, but I don’t know what to have it with. And 
it’s dairy free and it’s very surprising for me.
JO So you’d managed to get rid of the rash, but you were still having the
sort of IBS symptoms?
S S  Yes. I still have it, but I think it’s actually... When I went to the clinic
and after speaking to what was (the food intolerance nurse)
JO , yeah.
S S  I found out that I’m... Well, coffee’s not really good for me, but
because of my background -  I’m Colombian - 1 always have... The first thing 
in the morning for me is to have a coffee. Um, and I know that, um, it’s bad 
for me, it irritates my tummy, and she explained the reasons why. But I still 
find it very difficult to give, to give it up, so I only have it light... I have it very 
watery, or very weak, ah, let’s say every other day or every two days... Um,
JO You had a blood test?
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but it does affect me; it does send me to the toilet a couple of... It can be 
straight away; it can be two hours later, but it’s something that makes me... I 
have to go; I have to run to go to the toilet.
JO  So you didn’t ...?  So before, before the clinic you’d got rid of the
rashes and you knew you had an intolerance to dairy, but you were still
experiencing symptoms...
SS  Yes.
JO  ...at that point. So all the IBS symptoms and you didn’t know what
might else be going on?
S S  No.
JO So how did those sort of symptoms affect you?
S S  Ah.... Well, um, where I work, if I’m on my own in the shop, a couple
of times I had to close the shop to go to the toilet, and this has to be done 
within minutes.
JO Yes.
S S  Um, I find that on my own it’s not so bad, but still, it's kind of weird;
my colleagues are sort of... they’re kind of used to it that I have to run and I 
have to go then. It’s kind of embarrassing. I think it’s kind of public, [laughs] if 
you see what I mean?
JO  Yeah, you feel like you can’t keep it a secret.
S S  No.
JO And so... I mean, that sort of has a definite effect, doesn’t it, on your
work life?
S S  Yes.
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JO  And what’s it...? Does it have any effect on any other parts of your 
life, like your social life?
S S  Ah, well, if you’re intolerant to lactose, um, I don’t normally... unless I 
-  I’ve been doing that recently - unless I'm very naughty, um, I wouldn’t be 
able to... Say you’re out having dinner with friends, I wouldn’t go for the 
dessert, or I wouldn’t have ice-cream, or I don’t have milkshakes, so I end up 
having to explain to people that I’m intolerant to milk, or to lactose and that.
So, it’s not something they surprise at; it’s something that my friends know.
It’s something that I use. I think I introduce myself sometimes saying that I’m 
intolerant to milk.
JO Almost part of your identity.
S S  It’s part of my identity. Very sad yeah I know!
JO So, so what’s that like? Kind of having that... you know, as part of
your life really?
S S  Um, it’s not easy because, first of all, I knew that people are allergic
to things like nuts or... what else? Let me see. Nuts, or... I don’t remember 
right now. But I never knew. And where I come from in Colombia, people find 
it unusual that 1 can’t have milk. Um, and it’s pot something they see... Soya 
milk is not something that is so easily available back home. So in my culture 
it’s weird. And here, because we’re probably more aware in this society of 
problems that people have with food, it’s not so weird. But being able to find 
things that don’t harm me is not easy. Like cookies have milk, and I love 
cookies. Um, what else? I think everything [?] has milk, so I have to be very 
careful. Or I have... I love eating pasta, but pasta is not pasta without 
Parmesan cheese. So it’s kind of... It does affect me. It’s not like... I can’t, I 
can’t do the things that my husband does; he eats anything and everything. 
And 1 can’t do that.
JO Yes, so it’s kind of restrictive.
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S S  It is restrictive, yes. Especially... Let’s say you’re on holiday,
abroad... It’s kind of difficult; it’s not very pleasant, let’s say.
JO So, I mean we’ve touched on. I mean, how they seem to sort of make
you feel. I mean, we’ve touched on sort of it’s a bit embarrassing; it feels a bit 
weird. Is there anything else about those symptoms, how you feel about 
those?
S S  Um, not I can think of right now.
JO  That’s fine. So, how did you manage your symptoms? i mean, we’ve 
touched on things like you’ve obviously had an awareness that there was 
something to do with dairy, but you stili had these IBS symptoms going on. 
So how did you manage those before you went to the clinic?
S S  I just lived with them, you know. Um, yes, I just iived with them. You
know, there are some times when you can’t avoid having these things, like 
days... Something that my husband and I buy regularly, or we used to; it’s 
something called torteliini or tortelloni, which is some Italian pasta parcels?
JO Yeah.
S S  And 1 think they’re always made with cheese. Um, and it’s a quick 
meal; it’s very easy to make. Um, um, so whenever I had that I used to have 
umtooley [?] once a week, and I also liked them. Um, but I would feel very iii 
after having that. I think since I went to the clinic... When did I start going to 
the clinic? I think it was the end of July.
JO Yea.
S S  Um, I told (the food intolerance nurse) that I knew that there was
something that hurt me. And I made a decision then and there that I wasn’t 
going to have them. And I didn’t have umtooley until last week. Um, and it 
wasn’t so bad. But I know that there are things that really, really make me 
feel ill.
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JO Before you went to the clinic you knew that there were things that 
were probably bothering you, but you sort of, you tolerated it, you still ate 
them and tolerated the symptoms.
S S  Yes. I put up with the pain, or the flatulence, or whatever.
JO Yeah. And so did you seek any other help for your symptoms before
you came to the Food Intolerance Clinic?
S S  I did tell my doctor before. Um, I think probably, let’s say, two years
ago, three years ago I told my former G P  that I knew that I had... that I 
thought I had IBS. And he said that there were some, there were some 
medicines that I could take, but he would prefer if I tried eating a healthy diet. 
He suggested that I ate loads of things like broccoli and oatmeal, which I do 
anyway, but the problem hasn’t gone away.
JO So you went to the doctor and they offered... they said there was
medication but that they’d rather you didn’t take it?
S S  Yes. I think that’s what he meant, yes.
JO And did you want to take the medicine?
S S  No, I.... No, really no. No, because I have a problem. I have an
under-active thyroid gland, so I take medication every single morning. As 
soon as I get out of bed, so I don’t want to... I would prefer if I don’t have to 
take some other things as well.
JO  Yes, you just want to sort of manage it yourself.
S S  If I can.
JO So did you find your doctor helpful on that occasion?
S S  No. Not really.
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JO No. really.
S S  No. No, I felt just like I was being hypochondriac. When I know that 
I... You know, I have to run to the toilet in the mornings after I’ve had my 
coffee or whatever. I don’t think he gave me as much attention as he could 
have.
JO  Did you feel that he was sympathetic?
S S  Ah, probably. But he has known me for a while.
JO Yes. So he was pleasant, but not very helpful.
S S  Yeah, he was pleasant; he wasn’t very helpful.
JO  Yeah. And did you sort of seek help using any other sources of
information, like books or the Internet?
S S  Well, I had... Um, I used to watch, um, this programme... what is it 
called? You are, what you eat? Um, so I kind of got some information from 
there. I bought the books from the same writer as displayed in [unclear].
JO Gillian McKeith i think it is, isn’t it?
S S  Yes. Ah, I read it. Um, I sort of absorbed some of the information.
Yeah, I tried to do things for myself, you know. And I... Because... I, I shop
at Tesco. They know that I only buy Soya milk, or they know that in my 
household we buy Soya milk. Sometimes they send me vouchers and things 
like that. And then I got onto the Internet and ordered some things from... I 
think it was Provamel [?]. And they sent some information about dairy free 
products and recipes. So I kind of... I’ve been trying to be proactive about it. 
Over the years.
JO How does that help?
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S S  Um, It will help if I followed it properly, but I kind of... Well, I live with
someone else, so we can’t really... we don’t have the time to make one 
dinner for me and one dinner for my husband. Um, we try to... You know, if 
we need to add, um, cream, or things like that, we don’t do it with my dinner. 
And recently we started using, um, Soya cream or Soya dream. And I just 
feel so much better. The problem is getting my husband... is persuading him 
to just use this instead of that, because it’s good for both of us anyway.
JO  So he’d prefer to have the normal cream, would he?
S S  Oh yes! Double cream is always [?] better. [Laughter].
JO Even if it makes you suffer?
S S  I think so.
JO So, what was it that originally prompted you to link food intolerance to
your symptoms?
S S  Ah...
JO Oh, I think actually, you know, you, you sort of touched on it, didn’t
you? Sorry. Earlier, when you talked about... If you go back to the six years 
ago, when you said that you ate that yoghurt?
S S  H’mm, M’mm.
JO W as that the first time that you started to link food to your symptoms?
S S  Yes. Yes. Because... I don’t think there was any other reason. I used
to work in catering before: I run a coffee shop. But those [sic] were six years 
ago. And I used to have, um, very large cappuccinos; two litres [?] a day, 
then two large hot chocolates. I was drinking milk all day. But I never thought 
milk would affect me. I thought it was different, that I was... Well, um, canned 
tuna is kind of a staple diet for me. So I thought it would probably be things
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like that because they have preservatives in, and things. But it wasn’t. So, 
yes, it was about six years ago when I started thinking that it could be food.
JO  And then what was it that actually prompted you to come to the Food 
Intolerance Clinic/
S S  Well, I think it’s been available at the clinic where I go; it’s been 
available probably since early this year. Um, and I always wanted to do it, but 
the timing is... was kind of wrong. I didn’t have the time to go Mondays or 
Tuesdays or Wednesdays. And I think sometime in the summer when I 
started eating those things I told you, this was tortellini or torteiloni -  I don’t 
remember the name -  that I was feeling really bad, and it would be every 
week and it could last for two days or something, just having a stomach 
ache. So one day I said no, no; I’m going to take the time and I’m going to go 
and see this lady. And I went and saw her.
JO  And so what, what do you feel you were hoping to get from attending 
Food Intolerance Clinic?
S S  Well. I thought they could probably do a blood test again, just to see if 
it was only... Well, I know lactose is the main problem, but I thought we could 
check for something else. Um, 1 thought a blood test would be suitable. Um, 
and would be available. Um, and I also... When did I do it? Ah, well, I 
wanted... 1 don’t want to live with these symptoms any more, you know. I 
don’t want to have to be embarrassed because my, my staff or my 
colleagues know that I have to run to the toilet every now and then.
JO  So, did you sort of think...? Were you looking for whether or not there 
were other foods that were causing a problem, or were you looking for some 
support with the dairy?
S S  I think both because, as I said before, it’s not easy to, to find things 
that are made without dairy products. And, um... I don’t know. I just don’t 
want to feel like 1 am the only one with this problem.
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JO  So you went kind of get actually some support around having a food
intolerance?
S S  Yes.
JO Yeah. And so, can you just sort o f...? Thinking a bit about attending
the clinic, can you briefly describe any changes in your symptoms that 
occurred while you were attending the clinic?
S S  Um... Well, um, let me see, let me see. Well, I think I was very
positive during the two weeks that I was on the diet, because I knew I was 
being proactive and I was trying to do something for myself. So I just had a 
very positive feeling about it. Um... what else? Ah.... I tried... I stopped 
having coffee as often as I normally did, so I was having... Because I did, I 
did make compromises with (the food intolerance nurse). I said, listen, I’ve 
lived here 13  years, coffee’s part of my diet. I have it every day. So we got to 
a compromise. She says, first of all, you’re going to start having it a bit weak, 
but very small and, you know. And you don’t have it every day. And that’s 
what I did. And I realised that... Um, I still realised that yes, coffee also 
irritate my tummy. Um, so I was being made aware of things that I knew were 
happening but I didn’t know why. Um, I don’t know what else to say really.
JO No, that’s interesting, because you actually then...? So yo u ...? That
was a new discovery for you, linking the coffee to your stomach?
S S  Yes. It was.
JO And when you cut down and your coffee was kind of weaker, did you
start to feel changes in your symptoms?
S S  Well, even now I still have it weak. As I said, I have a full [unclear] 
[unclear] today, but I have it very watery. It’s not that pleasant. Um... um, 
what was I saying? I lost the plot.
JO I think I said when you sort of... When you weakened coffee, did that
make any changes in your symptoms?
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S S  Well... Um... no. The changes were the days when I didn’t have it.
JO Ah! So if you still have it weak, you still get the symptoms at the same 
level?
S S  Yes, I think I probably need to have perhaps more, more, much more
water, but that will be very difficult to drink,
JO So, did your sort of IBS symptoms change at all over the clinic?
S S  They got better. Um... they got better. I think on the days when I 
didn’t have coffee I felt... I felt fine: I felt better. Um... but also I found... 
Sometimes I had cheese, and I think when we ran over the diet that I wrote, 
then you could see that having cheese, let’s say. on Monday, it could still 
affect me on Thursday or Wednesday. So it’s something that is like... It 
doesn’t happen straight away; it doesn’t have to happen straight away. But it 
can carry over for days.
JO Were you aware of that?
S S  No. No.
JO  So you were expecting to get the symptom immediately or not at all?
S S  Yes. Well, funnily enough, straight away. Let’s say I have cheese now
and I expect to be ill within the next five minutes, or later on, when I think it’s 
reached my tummy. But not three days later. That was very very surprising to 
me.
JO So some days during the diet you felt really good, and other days you
didn’t always feel as good?
S S  No.
JO  But sometimes your symptoms went away if you managed to cut out?
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SS Yes
JO And did you g o ...?  Had you cut out dairy then, when you were at the
clinic? You had it just sometimes, did you?
S S  Ah, cheese maybe, just sometimes. It’s just that I haven’t been able 
to find a dairy free replacement for cheese. I tried. I bought some expensive 
things, but they’re horrible; you cannot eat them. I paid three pounds for a 
very small piece of cheese... Cheesy [?] I think it’s called; it’s horrible; I can’t 
eat that.
JO  It’s very hard if it’s a food you enjoy.
S S  Yes.
JO  Yeah. So how did the sort of changes in your symptoms...? The days 
that you were having good days, the changes in your symptoms those days, 
how did that affect your life?
S S  Weil, I felt happier I think. Yeah, I think that’s the word to describe it. 
Because, as I said, I felt positive and I felt that I was trying to change 
something, and that it was working. And so I felt better. And for some reason 
something really strange happened. Um, I’m, I’m a smoker; I’m not a heavy 
smoker, let’s say I have five cigarettes a day, no more than that, five is my 
limit. I don’t have time to have more cigarettes anyway. Sometimes I felt so 
good, I think it was probably the first or the second week, I didn’t smoke. I 
didn’t need to smoke. I didn’t want to smoke. Um, but then again, I think 
after... Yes, I think it was four days without me smoking, and then I decided I 
will have a pastry. 1 don’t know if I was trying to replace something, but I 
found that there is something that I like and I started eating now; it’s almond 
croissants, i hadn’t had an almond croissant I think for three years. But when 
I was supposed to be, when I was trying to be good in the diet, I went back to 
the almond croissant like, you know, every day. But I wasn’t smoking. I don’t 
know what was happening. I think I was trying to compensate. I don’t know 
what I was doing.
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JO Compensate for the not smoking?
S S  Yes.
JO  So you think you stopped smoking because you were feeling so good
about other things?
S S  Probably. I don’t know. I don’t’ know was feeling good about
something. I didn’t... i probably wasn’t stressed out or... probably I was... 
Let’s see. Um, ah... something wasn’t bothering me like it normally does. I 
was feeling better so I didn’t, I didn’t go to smoke. I don’t know what it was. 
But you can probably get hold of the, the diary that I wrote in the clinic. I don’t 
know what it was.
JO So how did you feel about those changes?
S S  I felt good; felt good. It wasn’t easy, because the idea was to have
fresh things without additives and without.... what are those? Colorants and 
that sort of thing. Colouring. It was expensive. I was buying... Well, when I 
was at work I would have lunch in a place that sells organic lunch or a juice 
bar. It was expensive, but I was feeling nicer. I don’t know. I was feeling like 1 
was looking after myself.
JO So what do you think might have led to changes in your symptoms?
S S  H’mm? Sorry?
JO What do you think...? Do you there’s anything specifically about the
clinic that might have fed to changes in your symptoms?
S S  I think the support and also the fact that I had to write everything I 
was doing. I was trying to be good because (the food intolerance nurse) will 
find out anyway. [Laughter].
S S  Yes.
JO so the support of the nurse?
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JO  You think actually helped you to...?
S S  The challenge as well I think the support, the challenge, and... Um, I 
don’t know. Yes, she was there for me. She knew what she was doing. Um, I 
don’t know. Yes, I think it was support overall.
JO And so the diary you found as well?
S S  Yes, yes, yes, because I will read it back anyway. So I know 1 had
been bad. And I wasn’t trying to give up food. I could eat anything, but it just 
needed to be fresh and healthy instead of, um, instead of, instead of having 
fatty food like Tesco sandwiches or Boots sandwiches. Um, but it wasn’t 
easy it wasn’t an easy thing. I spent more money during those two weeks 
than I normally do for my lunch. And since then, I think I have been probably 
one or two months that I didn’t eat ham, which used to be a staple for me. 
Well, bacon I eat from time to time...I think I only had... I had ham I think 2 
days ago and I haven’t had in a very long time and I didn’t even enjoy it; I 
didn’t [unclear] it. 1 don’t know. 1 think its being made conscious of stu ff... 
things have consequences. If you eat this, you might not feel that good. But 
it’s expensive. I can tell you it’s an expensive process. [Laughsj.
JO  Yeah. What, what did you find expensive?
S S  Well, having to pay £4 , £5  for lunch every day, you know.
JO And what would you have normally done? How did that compare to
normal?
S S  Ah, well, I would have normally spent, let’s say, £3.50 [unclear], or I
would have taken my own lunch I normally eat at the back of my store, and
it’s cold. Um... yes, it was a bit more expensive.
JO  And did you sort of make any other changes when you were
attending the clinic, apart from what (the food intolerance nurse) advised you 
to do?
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S S  Well, 1 felt that I didn’t feel the need of smoking. It wasn’t something 
that I did on purpose. I think that’s the major thing of things that I did.
JO  That’s a big thing, isn’t it? Did you talk to (the food intolerance nurse)
about that as well?
S S  I don’t remember. I think I told her. I told her.
JO  So, ah, i think that might... Well, yes, I was wondering, was there
anything specific about the clinic that helped you to change your symptoms, 
but we sort of said that bit, haven’t we, in the diary?
S S  The diary, the support, the fact that I could well, I sort of sort of
trusted her. And I sort of... I wanted to do it. And she was there for me. .
JO And what did you think of the advice that you were given?
S S  Well, i think it was good. I think it was very helpful. I wish we could
have expanded a bit more. I wish we could have spoken more. Um, I could 
have been given more advice on how to replace that dairy in my diet, 
because I don’t think I, I asked her. Um, let’s say, the last time I went I wasn’t 
expecting to be discharged. Um, I was terrified to have to go on a dairy and 
wheat free diet, let’s say; I didn’t want to do that. Um, but I think we could 
have spoken about how, how... what products, what things I can eat that I’m 
not; maybe milk; or how to replace cheese, or... Do you see what I’m 
saying?
JO Yeah. Yeah. By actually getting a bit more information and support
and advice about what products could replace those, or things that would be 
a suitable swop. [Laughter].
S S  Yes.
JO So having been to the clinic, can you just briefly tell me about any
changes in your symptoms that occurred since you finished attending?
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S S  Ah, well, I know I have to keep away from cheese. Um, I started
buying on a regular basis goat’s cheese. I think I don’t feel bad when 1 have 
it. I definitely don’t have ice-cream, so I don’t get stomach ache and bloated 
feeling afterwards.
JO  Are you still experiencing the symptoms at all?
S S  Yes, sometimes.
JO  Yeah. And, and that’s linked to what you’ve eaten?
S S  Yes. So my coffee is different.
JO Yeah.
S S  [Coughs]. [Sneezes].
JO  No, that’s an interesting one. So. Sorry. Bless you!
S S  Excuse me.
JO  Bless you.
S S  What were you saying?
JO [Laughs]. I think I was saying... Um, I’m interested in the fact that
you, you know there’s something out there that causes your symptoms, and 
you feel better when you don’t have it, but you still have it.
S S  Are you talking about coffee?
JO Yeah, well, make... Yeah, coffee, yeah. Can you tell me more about
that?
S S  It’s part of my identity. I will feel like I’m betraying my country if I don’t 
drink coffee. [Laughs]. It’s just that there... there are things that I... No, I
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don’t know. I, I don’t think I can make an excuse. It’s... Um, it’s a habit; it’s... 
um, it’s addictive, um, and it doesn’t help that I believe that it wakes me up; it 
helps me wake up in the morning.
JO I see. So there are some positive benefits to having it?
SS Ah, apparently. I think I made them up. I might...
JO [Laughs].
SS ...you know. People say that even if I sometimes... If I had an apple 
for breakfast that would help me to awake more than having a coffee, but I 
still go for my very watery coffee. [Laughs].
JO But it’s sort of a real part of your lifestyle; it’s always been there.
SS Yes.
JO Having the coffee?
SS Yes.
JO So you’d sort of rather have it and weaken it down a bit and deal with
the symptoms?
SS Yeah, I think so, unless I find the courage to stop it.
JO Are you tempted to try that?
SS Yes, sometimes. But I would probably still buy coffee anyway to
support the growers in my country.
JO Oh, so that’s a part of it as well?
SS Yes
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JO That you continue to buy, so you buy Colombian coffee?
SS I buy fair trade Colombian coffee.
JO Ah-ha! So there’s actually sort of some quite deep reasons, aren’t
there, then, for continuing to do that?
SS Very, very deep. So I will probably end up buying it and giving it to
people.
JO Yes, giving it away as a gift. So, what sort of effect do your symptoms
have on your life now?
SS Um, the same; it’s still embarrassing. Um, but it’s just that I know that 
I’m causing them myself. That’s why I try not to whinge too much about it. It’s 
my fault. If I don’t drink coffee, I don’t feel that bad. Um, it’s not, it’s not just 
the dairy; it’s the coffee that irritates me. And, um, we also found at the clinic 
that there are things like pulses -  pawlses, pulses - beans, and...?
JO Pulses, yeah.
SS Yes. Ah, apparently I’m not very tolerant to them either. So there are
loads of things. You know, it’s just... Initially, I’d say it was only the dairy, but 
it’s also the coffee; it’s the pulses, it’s... I think it started that... I thought it 
was probably rice or potatoes or something like that, but no. Not a problem. 
JO What’s that like discovering there’s a load of other things as well?
SS Well, it’s kind of... It’s sad, because I eat things that I like. I don’t eat
things like ... I don’t normally go to KFC or Burger King; I’m not that kind of
person. I’d rather go to an oriental restaurant or have a vegetarian meal, and 
they normally have beans. Um, so it’s kind of... I’m trying, staying healthy, 
but this is not good for me. I don’t know. It’s kind of disheartening; I don’t 
know if that’s the right word. I feel like I’m trying but there are also things 
that are supposed to be healthy, but they are no good for me.
JO It’s a lot of things to juggle.
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SS Yes, that’s right. Particularly when you work full-time and work long 
hours, you can’t come back home to have your lunch. You just have to have 
a quick lunch somewhere. It’s very difficult to, to deal with.
JO So did you feel like you got of the clinic...? How close do you think 
you came to achieving what you were hoping to get out of the clinic?
SS Um, I think I got very close, because I was made aware of things that
I... There were things that 1 already knew, and that was reinforced, the dairy 
things. And then there were things that I was made aware of like this 
intolerance, or whatever it is, to pulses. And the fact that I need to stop 
drinking coffee at some point. So I think I got kind of close. But it is 
something that is ongoing. If I want to get rid of my symptoms and have a 
better life, I know that those three things are a problem, and I need to deal 
with them.
JO Bu it’s given you the sort of awareness and almost, I suppose, some
understanding about what to do.
SS Yeah.
JO And, and you feel like the rest of it’s up to you.
SS Yes, it’s on my hands now so I to be an adult, be responsible and 
deal with it. [Laughs].
JO So, having...? I think we’ve touched on this as well, but having been
discharged from the clinic, how have you been managing your symptoms? I 
mean, I suppose we’ve been talking about following the diet, and you’ve said 
it sounds like you follow them sometimes and...?
SS Yes, most of the time, most of the time. But, as I said, um, it’s not 
easy. I, I work dodgy shifts. I can work from nine to six in the morning -  nine 
in the morning to six in the evening, or I can work from 12:30 to 9:30. In 
between I need to have... find time to get something to eat, and it’s not 
always the healthiest option.
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JO So you’re confined to what’s available then.
SS Yes.
JO So you follow the diet in... as much as you can?
SS Yes.
JO And then you have sort of occasional lapses, but you’re sort of happy
to control the symptoms that way.
SS Sort of, yes. What I can say is that I’m trying my best, but I also try to
be realistic, you know.
JO Yeah.
SS I have to eat anyway. Um, yes, so I kind of try my best, but then I deal 
with the, the symptoms. But I can say I think that the major problem right now 
is the coffee. Um, and 1 have to... I’ll have to sort that out, and... Well, I don’t 
touch cheese any more. I try to eat, um, mild cheese like Mozzarella. I don’t 
know even if it’s right, this Mozzarella; that’s why I go for goat’s cheese. I sort 
of know what my problem is and I can deal with it.
JO Just out of interest, does, does decaff make any difference:
decaffeinated coffee?
SS I don’t know.
JO All right.
SS I don’t know. I have... My husband is the one who drinks decaff for a
long time.
I could probably try, but it’s just I think they put chemicals to remove the 
caffeine, so... there is a way... coffee has caffeine; they have to do 
something to remove it; what they do I don’t know. I think they put chemicals 
in it. But I don’t really believe that is... I don’t know, I could try; that never 
came to my mind.
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JO Nor mine; it just came up as we were talking about it I think. I didn’t
know if you were talking about decaffeinated or just normal.
SS No, it just never came to my mind. I could probably give it a go. But,
yes, the problem is that for me coffee has a very, very deep meaning. Um, 
it’s not like - 1 don’t know -  other things that you can give up more easily.
JO H’mm, M’mm. Yes.
SS See what I mean?
JO That makes complete sense, yeah. Yeah. It’s not as simply as just 
saying I’m not going to drink coffee any more.
SS No.
JO It’s not even just on a, on a taste level, or just enjoying it.
SS No.
JO It has a much more personal reasons for you.
SS Yes.
JO So, thinking a bit about the future, if you picture yourself a year from 
now, in terms of your health and in terms of the symptoms that you’ve talked 
about, how do you think you might be?
SS Um, 1 think better, because I... Um, as I’m planning it, as I’m, I’m 
trying to carry on with what 1 learnt, I will probably try and clear my system, 
and by then 1 will have probably realized that coffee needs to be something a 
treat, not an everyday thing. So I can change my habit of having it first thing 
in the morning, every day, to have it, let’s say, some days on my day off; it 
would be my treat and, hopefully, I will feel better. I mean, I realize that it’s 
definitely not good for me, so I need to do something else. So I, I’m positive: 
I’ve learnt something, and it’s just going to get better.
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JO That’s great I think... I mean, that’s all the questions that, that I
wanted to ask, but I’m aware there might be some things about your 
experience I’ve haven’t covered that are important. If there anything that I 
haven’t covered but that you think would be important giving me a complete 
picture of your experience or your symptoms, or how you’ve managed them?
SS I don’t know.
JO Or your clinic experience?
SS Well, I think... When I was at the clinic and I filled out all the... what
are they called? The questionnaires. They were very long; I think it was very 
detailed. [Unclear].
JO Yes, collecting lots of data.
SS Yes. I think living with food intolerance is not easy. I think it affects
me because it makes me feel bad, not only physically, you get the cramps 
and that sort of thing, but also it becomes a matter that is no private [sic]. It 
can be embarrassing. It becomes part of my identity. My friends, I’m telling 
you, most of my friends, if not all, they know that I’m intolerant and they know 
if they come to my house I might make, let’s say, pasta for them, I will use 
Soya dream [?], no cream; I won’t offer them milk. Ah... we don’t have no 
[sic] more yoghurt in my house, it’s kind of my identity. Um, what else? I 
don’t know. It’s difficult. It can be embarrassing. It can make you feel sad, 
or... what’s the word? Sometimes like an outsider? Not as dramatic as an 
outsider, but, yes, sometimes I feel like, oh my God, I’m like the only one with 
this stupid problem, or what.
JO Different, really.
SS Yes.
JO Like you just can’t go to a restaurant and eat what everybody else is
eating.
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SS No. No, no, no. It was very hard at the beginning: very hard at the 
beginning to go out and not being able to, to have the dessert and ice­
creams and things that everybody was... everybody else was having and 
that I would probably enjoy myself. Um, but it’s been six years, so it’s not... 
um, it’s not a big deal as, as... as a big deal as before. It’s something you, 
you live with, really.
JO Yeah. And how, how do you think the clinic kind of contributed to that 
process?
SS Ah, well, I feel like... Obviously if you guys decided to open a clinic, 
and take these data and see patients, it means that I’m not alone, so I don’t 
have to feel weird about it any more. People are aware that there is this 
problem, um, I know, so it’s not in my imagination. It’s not something that I’m 
making up; it’s real. It’s a real thing. That’s why I don’t have to feel as bad... I 
don’t feel as bad about it as before. I feel that, yes, there are people out
there who have the same problem, and probably even worse problems than
me. So I think I feel better about myself.
JO Have people made you feel like it is in your imagination?
SS Yes, especially males... men. They don’t, they don’t understand that 
having an ice-cream can have a very bad effect on me. Not my husband. 
Because I think either it’s rubbed off on him, or something, but he seems to 
be having the same problem. But he doesn’t want to give up things like ice­
cream and other things or milk. But he knows, like he doesn’t eat yoghurt any 
more, because he knows it also kind of affects him. He’s been very 
supportive, but, um, let’s say, male colleagues, they don’t kind of... I find... I 
think women are more supportive than men. Ah, I have felt in the past that, 
yes, people make me feel like this, then it’s all in my imagination. Kind of 
nasty, I know.
JO It’s hard.
SS It’s hard.
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SS So, having been to the clinic, I know that... um, it’s not in 
imagination, it’s a real problem; something needs to be done about it.
JO Well, that’s really been very useful, Sandra
SS Are you sure?
JO Yeah.
JO Thank you very much for giving up your time.
